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PREFACE

The impediments to usng Medicaid dollars to support specialized services for persons with
severe, lifelong disabilities have become increasingly apparent in recent years. As further
operationa experience has been gained with Medicad financing of such services, agrowing
number of gate and locd officids, providers and consumer representatives have come to the
conclusion that present federa policies are out-of-step with the principal aims of the field of
developmentd disabilities.

In large part, this growing dissatisfaction with federal Medicaid policiesis adirect result of
the noteworthy shift in program values that has occurred over the past decade. In the past,
the values of independence, productivity and community integration that now undergird the
delivery of developmental disabilities services were viewed as lofty goals but often
impractical, given the societd barriers that faced persons with severe, chronic disabilities.
Today, however, we have come to recognize that the red challenge confronting the service
system is not to act as "caregjvers' but rather to arrange the forma and informal supports
necessary to assst each person with developmenta disabilitiesto take his or her own placein
the community. Program initiatives in areas such as family support services, supported
employment, and integrated community living arrangements have Begun to demongtrate that
more should be expected of service sysems than merdly "caregiving.”

Current policies governing the utilization of federa Medicaid dollars on behdf of Americans
with developmenta disabilities are based on laws enacted seventeen years ago. At thetime
the ICF/MR program was created in late 1971, the primary role of publicly-financed
services, in fact, was to furnish "caregiving”" in large congregate settings. Broad-based,
dynamic systems of community-based services were a dream that many shared but few
expected to become aredity in the foreseeable future.

Asin many other areas of public palicy, during the late 1970s and early 1980s, changes swept
acrossthe field of developmental disabilities. These changes not only raised the expectations
of consumers and professionals alike, but also led to agrowing mismatch between the aims
of federa policy and contemporary views regarding the most effective methods of serving
persons with developmenta disabilities. The ever increasing reliance of the states (and, th
consumers and service providers) on Medicaid dollars to finance specidized development
disabilities services created a difficult dilemma how to change federd policies without
creating enormous disruption in the lives of tens of thousands of Americans. In addition, by
the early 1980s the secondary effects of the expansion in specid education services began to
be felt, as thousands of young adults with developmental disabilities exited the school system
only to find that services were not available in their communities and were not likely to be
avalable in the near future unless Medicaid laws were radicaly restructured.

Againg this backdrop of increasing frustration with current federal Medicaid policiesand a
growing backlog of current service needsin nearly every state, proposals have been advanced
to change federa policies and, thereby, rectify some or al of these problems. There is no
question that the seriousness of the discussions regarding needed pOlI?/ changes has
intensified considerably since Senator Chafee introduced the first version of his Medicaid

reform hill in late 1983. Yet, for the most part, the debate thus far has focused primarily on
anarrow range of issues thet are endemic to the delivery of servicesto this population —eg,,
the relaive merits of providing services in large congregate care facilities versus small,
integrated community residentia settings. While these are public policy issues that need to
be debated and resolved, they are not, as too many proponents of both sides of the argument
suggest, the only issues and, indeed, may be secondary considerationsin shaping the actual

development of federa Medicaid reform legidation. Unfortunately, thus far, relatively little



attention has been given to the question of how to structure Medicaid reimbursement for
devdopmentd disabilities services that reflect contemporary values and practices within the
generd framework of the Medicaid program, especidly at atime when any further expanson
in spending on socia entitlement programs is certain to be severely constrained by the
overriding political and economic necessity of controlling the federal deficit. Unless a
resolution is found to this dilemma, it seems certain that the DD fidd's frustrations with
current Medicaid policies will continue to mount.

This report is divided into three parts. The first three chapters trace the evolution of
Medicad policies governing the financing of specialized services for persons with
developmentd disabilities. Our aim is to identify the origins of the various limitations of
federal policiesthat have been cited by critics of the program. Chapters IV and V examine,
in considerable depth, several noteworthy proposals to reform current Medicaid policies.
Our intent is to hel|o the reader gain a better understanding of the implications of these
proposals, particularly with regard to severd critical dimensions of federa policy affecting
services to persons with developmental disabilities. The final chapter attempts to pinpoint
the criticd issues and difficult choices that must be faced in constructing a more satisfactory

st of policies that will alow the field to pursue the postive service ddivery initiatives
pioneered over the past decade.

The generdl aim in this report is not to describe an ideal solution to the dilemmas faced by
the field of devdlopmenta disabilities, or to single out any particular Medicaid reform
proposa as a superior dternative. It strikes us as highly unlikely that any solution can be
developed that satisfactorily addresses dl the objectives and expectations of the various
competing interests that will play a role in reshaping current federal policy in this area
Instead, this report's more modest objective is to illuminate, as clearly as possible, the
complex set of issues that constitute the existing Medicaid financing dilemma and assess the
implications of the various proposas for resolving these problems.

Another of the principa aims of the report is to provide the reader with basic information
regarding the current Medicaid program, as it impacts on persons with developmental
disabilities, as well as the various proposals that have been offered for reforming it. It is
unfortunate, in our opinion, that both opponents and proponents of Medicaid reform
legidation too often have attempted to portray the current program, as well as suggestions
for dtering existing statutory provisions, in overly simpligtic terms. The truth is that
Medicaid is a highly complex program; and, therefore, if oneis serious about making basic
modifications in statutory provisons governing the program, it is absolutely essentia to
understand how it works and why it sometimes thwarts the accomplishment of desired
program outcomes. Third grade primers on Medicaid reform issues simply will not suffice
for this purpose. Hopefully, the patient reader of this report will be rewarded by a better

understanding of the difficulties and potentidly feasible options that might be pursued to
restructure federal Medicaid policies.

A word of explanation about the perspective of the authorsisin order. Asthe principa staff
members of an organization that has played, and hopefully will continue to play, a central
rolein the national debate over the restructuring of Medicaid policies affecting persons with
developmenta disabilities, it would be disingenuous on our part to suggest that the analysis
provided in this report is totally unaffected by our work on behaf of the Association over the
past few years. On the other hand, the opinions contained in the report are those of the
authors and do not necessarily reflect the officid position of the National Association of
State Mental Retardation Program Directors, Inc. or any of its member state agencies. We
have attempted to present the issues, as we perceived them, in as even-handed a mamer as
possible, but have no illusions that other, equally valid, points of view can be advanced.
Where the biases of our peculiar experiences and perspectives show through, the challenge
tgglhe_ reader is to reach a defensible aternative conclusion based on the same set of factual
redlities.

Finaly, it would be foolish to predict how or when substantia reform will occur in present
federal Medicaid paolicies that affect services to persons with developmenta disabilities. It is
clear that the 101t Congress will take up the debate surrounding such policies. If subgtantia



reform is to occur during the next session of Congress, however, al maor parties to the
debate -- state administrators, advocates, service providers, consumers and their families,
and federd, state, and loca 'oolicymakers ~ must be properly equipped to understand the
dynamics of Medicaid policies. Hopefully, this report will contribute to such an

understanding.

Robert M. Gettings
Gay A. Smith

January 1989
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FEDERAL MEDICAID POLICIES AND

SERVICES TO AMERICANS
WITH DEVELOPMENTAL DISABILITIES:
CRITICAL ISSUES -- DIFFICULT CHOICES

[. INTRODUCTION

Over the padt five years, a national consensus has emerged that federal Medicaid policies
affecting the delivery of Title XIX-reimbursable services to persons with developmental
disabilities need to be reformulated. A new set of policies is needed that recognizesthe
remarkable and ill unfolding transformation that has taken place in developmental
disabilities services (i.e., the movement from an indtitutionally-dominated system — aimed at
furnishing comprehensive care in segregated settings ~ to decentralized community-based
service networks, emphasizing the coordination of diverse supportive services within the
maingtream of community life).

Federal statutory policies regulating the expenditure of Title XIX dollars on behdf of
persons with developmenta disabilities were adopted nearly twenty years ago and, in many
Important respects, remain unchanged today. These Medicaid policies stand as a major
impediment to the achievement of the critical policy goas of the field. Contemporary
standards and practices demand that federal support for specialized developmental
disabilities services more fully recognize the diverse array of extended support services that
can play important roles in aiding individuals to fully participate in community life.
Unfortunately, present policies confuse indtitutional placement with the achievement of the
overarching objectives of service ddivery.

The need to reformulate federd Medicaid policies, however, is more than smply a matter of
adiusting Title XIX law to reflect contemporary practices. Entire state service delivery
systems have been organized around present federal policies. Effective reform of such
policies cannat occur by smply sweeping away existing services and progrzamsinfavor of new
approaches. Furthermore, recent changes in federa policies are having far-reaching
repercussions on how individual states manage their developmental disabilities budgets as
well as their capacity to address new service demands. Consequently, if Medicaid reform
legidation isto meet itsintended objectives, these factors must be addressed as well.

While the broad outline of needed changesin federa policies has become increasingly clear,
Congress thus far has been unwilling to enact legidation to correct these perceived
shortcomings. Instead, substantive reform appears to be snarled in a policy gridiock of
competing goals, where each of the major actors (i.e., the Administration, Congress, the
dates, and other interest groups) expresses overlapping — and sometimes competing —
objectives which they are seeking to achieve through reform legidation.

For example, the dilemma posed by the federa budget deficit seemsto imply that areform
Brcgaosd, If itisto be politicaly and fiscally viable, cannot trigger amajor increase in federa
U getar?; outlays, at least in comparison with the rate of increase projected under current
w. With state budget surpluses now at a twelve-year low point, it is equaly clear that a
viable reform proposal cannot be predicated on forcing states to accept massive new
financial obligations. At the same time, however, a successful reform proposal must
acknowledge that there is a tremendous disparity between the number of individuals with
severe disahilities who receive federdly-assisted long-term care services today and the tota
number of persons who need specialized DD services, closing this services "gap” islikdy to
be avery expensve propostion. The key unresolved questions are: to what extent should the



federal government participate in such additional costs and how can legidation be best
structured to accomplish this nationd reform agenda?

Similarly, a sound reform prong_d mugt include a credible strategy for assuring that
federaly-assisted services meet basic quality standards. Achieving this objective, however,
may conflict with the god of alowing state and local jurisdictions sufficient latitude to design
and develop service systems that are both responsive to local circumstances and capable of
meeting the diverse and changing needs of persons with developmental disabilities in an
effective and efficient manner. MR/DD services are perhaps marked by greater state-to-
State variability than any other area of human services, both in terms of system organization
and the range and scope of services that are furnished. While some find fault with this
diversity, many would argue that the historic leadership role accorded the gtates in the
devdlopment of MR/DD services has contributed enormoudy to fogtering innovation and
cregtivity in service ddivery. How might this fundamenta conflict between proscriptive
fgsdgaédp)ohcm and gaelloca flexibility in the design and management of programs be
resolved?

As a consequence of the apparent inability to resolve such underlying conflicts, action on
reform legidation has been stymied for severd years. While it isimpossible to predict the
future course of Congressiona action, the likelihood is that the current gridiock will persst
until a Medicaid reform proposa can be fashioned that satisfactorily reconciles critica
ideological values, federd and state roles in the management of service ddivery, and fisca
realities. The objective of redirecting federal assistance to emphasize the ddivery of
supportive services tailored to the needs of individuas and their families, within the context
of integrated community-based programs, appears to be a shared god of most, but not dl, of
the key actors in the current debate surrounding MR/DD long-term care policy. How to
achieve this god while still satisfying the host of frequently disparate conditions that various
interest groups attempt to impose is not nearly as clear.

A new Adminigtration will take office in 1989. The 101st Congress will take up the now five-
year old debate regarding the reformulation of Medicaid developmenta disabilities policies.
There is no doubt that this topic will be the subject of intense controversy. Vadly different
solutions have been advanced for resolving the complex web of issues that have emerged
concerning present policies. How these various proposals are reconciled will have far-
reaching consequences on the lives of Americans with developmentd disabilities.

The purpose of this report is to examine, in detail, the key policy issues that must be
addressed in crafting a fundamental reformulation of current federal Medicaid policies as
they affect services to persons with developmental disabilities. The report is not amed at
defining the "best" reform strateqy. Rather, its objective is to illuminate the broad policy
issues that must be addressed in the development of a viable reform package.

The report begins in Chapter 11 with a description of the evolution of federa Medicaid
policies as they affect persons with developmental disabilities. Understanding the evolution
of these policies will assist the reader in obtaining a firmer grasp of the varied factorsthet lie

a the heart of the deep frustration of the many interest groups that have been calling for
statutory reforms.

Chapter HI pulls together a wide variety of data to illustrate trends in the utilization of
Medicaid dollars on behaf of persons with developmental disabilities. This section provides
a basdline of factual information and analysis designed to illustrate the dimensions of
Medicaid's role in supporting services to persons with developmenta disabilities, thewaysin
which that role has changed, and how it is evolving under present policies.

Chapter 1V describes the principal proposals that have been advanced for addressing these
key problems. These proposals are examined criticaly in terms of their potentia
programmatic, administrative, and fiscal ramifications. The materid in this section is

supplemented by several appendices which describe many of the specific proposas and
alternatives in greater depth.



Chapter V examines severd specific dimensions of present federal policies. Current policies
are described aong with the unresolved issues associated with each. Various options for
addressing these issues are identified and the advantages and disadvantages of each assessed.

Findly, Chapter VI attempts to synthesize the previous materids, in order to isolate the
critical choices that must be made in restructuring current federad Medicaid policies. In one
fashion or another, the areas discussed in this concluding section congtitute the essence of
the topics that must be addressed in pinpointing the types of Medicaid policies that will serve
the best interests of persons with developmenta disabilities during the 1990s. The specific
choicesthat are made in these areas will have enormous consequences— just asthe decision
in 1971 to establish the Intermediate Care Facility for the Mentaly Retarded - has driven
sate/locd service ddivery decisions over the past seventeen years.
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II. THE EVOLUTION OF FEDERAL
MEDICAID POLICIES AFFECTING
DEVELOPMENTAL DISABILITIES SERVICES

Over the past severd years, there has been a substantia shift in perspective regarding the
role of the Medicaid program in supporting services to persons with developmental
disabilities. Where once Medicaid funding was regarded as a critical element in fueling the
expansion and enhancement of such services, increasingly it has come to be viewed as an
impediment to the achievement of key philosophical goas aswell as a serious threat to the
stability of general state funding for the delivery of MR/DD services. This change in

perspective Is one of the key factors that has prompted calls for the reform of present
Medicaid policies.

In this section, the history of Medicaid financing of services to persons with developmental
disabilities and how the two have become progressively intertwined is recounted. To set the
context for this discussion, the section begins with a brief review of the often misunderstood
nature of Title XIX itsdf: namely, what are the fundamental federa policies that undergird
this important source of federal domestic assistance? Following this discussion, the
relationship of these basic policies to employing the Medicaid program to meet the needs of
persons with developmental disabilities is discussed. Next, the evolution of federd Medicad
policies affecting developmentd disabilities servicesis examined.

A.  The Medicaid Program?

The federal Medicaid program was enacted by Congress as part of the Social Security
Amendments of 1965 (P.L.89-47), which also was the statutory basis of the Medicare
program. Conceived less as a nationd hedlth care strategy than as an attempt to "graft...a
hedlth program into a gill voluntary system of state welfare assistance," Title XIX of the
Socia Security Act consolidated a predecessor ptr)gram of federa participation in state
payments for health care services furnished on behalf of AFDC recipients, as well as
disabled and elderly persons. This earlier program, called the Kerr-Mills program, had

emer)ged as an gppendage to federdly -assisted state welfare programs (Stevens and Stevens,
1974).

Since its inception, the Medicaid program has been conceived of as a means of providing
federd financia participation in the cogts of hedlth care and related services selected by each
state to be provided to public assistance recipients and -- at the option of the state -- other
medically needy individuals. As a condition d federd financia participation in a state's
medica assstance program, Title XIX law requires that states cover certain groups of public
assstance recipients and agree to furnish a "mandatory” set of services to such individuas.
Federd Medicaid law, fundamentaly, is predicated upon granting each state wide latitude in

defining the specific range and scope of Medicaid-reimbursable services and who will receive
them. In particular:

A state has the authority to determine the income standards that regulate
eligibility for public ass stance benefits and, consequently, the threshold of
eigibility for the Medicaid program.

A state may select from amyriad of "optional” coverages to supplement the
mandatory services (e.g., inpatient hospital services) that it must furnish to
digible individuds.

A recent publication by the Congressional Research Service — Medicaid Source
Book: Background Data and Analysis (1988) will furnish the interested reader with
afar more detailed description of the Medicaid program



In addition, astate is free to elect to cover any of a number of "optiona”
eligible groups of recipients that are established under Title XIX law.

A dtate may adopt limitations on the provison of services and, furthermore,
may vary such limitations among groups of digible recipients.

Findly, sates have enormous flexibility in deciding levels of reimbursement
for particular Medicaid services.

A state describes the range and scope of services it has decided to furnish in its state
Medicaid plan, which - under federa law — must be administered by one agency, usualy
referred to as the "single State agency.” With limited exceptions, once a state incorporatesa
sarviceinto its state plan, it must guarantee that the particular service will be available to all

eligible individuals meeting the specia conditions of eigibility it has incorporated within its
gate plan (and, hence, the characterization of the program as an "entitlement"). The

"entitlement” nature of the program is viewed warily by states because it is difficult to control

program spending once a service has been entitled.

At the federd leve, the Medicaid program is administered by the Hedlth Care Financing
Adminigration (HCFA), an organizational unit of the Department of Heath and Human
Services (HHS). HCFA aso is responsible for administering the Medicare program.
Together the two programs involve over $115 hillion in federa outlays annually, making
HCFA thethird largest federal agency in terms of budget, exceeded only by the Department
of Defense and the Socia Security Adminigtration.

The Medicaid program is considered an "entitlement” program in another important respect:
namely, the federal government will participate on an unlimited basis in reimbursing a
percentage of state service expendituresincurred in accordance with its approved state plan.
Hence, Medicaid is an "openrended” source of federal funding to the states in their effortsto
furnish medical assistance to low-income individuas. Federal expenditures are driven by
dtate choices concerning coverages and dligibility. The scope of a state Medicaid program,

on the other hand, is tied to its capacity to supply its share (matching funds) of program
cogts.

Under the Gramm-RudmanHoallings budget deficit reduction mechanism, federd Medicaid
soending is exempt from "automatic" budget reductions in the event that federa spending
exceeds the deficit reduction targets that have been established by Congress. To alter the
level of federd Medicaid spending, Congress must enact specific changes in Title X1X
Satute designed to reduce program spending. Barring such changes, unlimited federd
payments are available to support alowable service cods.

The essential character of the Medicaid program ~ namely, states exercising choices
regarding service coverages and recipient digibility under a broad federal umbrella of
mandatory optiona coverages and a plethora of service options— has been in place since the
inception of the program. As a consequence, it is nearly impossible to describe the Medicaid
program in a unitary fashion. The range and scope of the Medicaid program varies
enormously from dtate-to-state. Each state has adopted its own benefit package and
parameters for determining recipient digibility. For example, in FY 1986, seven states
accounted for over 50 percent of al federd Medicaid payments and over hdlf of al Title XIX
beneficiaries. (Congressond Research Service, 1983)

Congressiond action to amend Title XIX of the Socia Security Act typicaly involves
potentid expansons in the options available to dtates in the areas of service coverage or
recipient eigibility. In recent years, however, nationa debate concerning federal Medicad
policies has focused increasingly on the degree to which coverage of certain services or
recipient groups can be left to the discretion of states. For example, Congress has
mandated that Sates cover certain recipient groups (principdly, " pregnant women" and low-
income children). In addition, a good ded of the nationa debate concerning "long-term
care" reform on behalf of elderly persons centers on whether key services should be



federalized in order to provide for a basic, nationwide "floor" of coverage, irrespective of
where a person may happen to reside.

B. Medicaid Policies and Developmental Disabilities Services

It is important to recognize that, in part, the debate concerning reformulation of Medicaid
policies as they affect services to persons with developmental disabilitiesisin redity a debate
concerning the premises of the Medicaid program itself. Namely:

To what degree should states be permitted to regulate the availability of

certain services provided on behaf of persons with developmental
. disabilities?

To what degree should federal policies permit states to regulate digibility
for such services?

And, more specificaly, towhat degree should persons with severe
disabilities be entitled to recelve a"core" st of services?

At present, the speciaized developmenta disabilities services that a state may select to cover
under its state plan are considered to be "optiona services', and a state may limit such
sarvices at its own discretion.

Reflective of the generd nature of the Medicaid program itsdlf, states are given (and have
exercised) a considerable degree of discretion in structuring eligibility for the optiona state
plan services they choose to furnish to persons with developmental disabilities. The plethora
of possible choices available to a sate, coupled with the linkages between Medicaid digibility
and acrazy-quilt of date, federal, and state/federa public assistance programs, is a source of
much confusion regarding the nature of the Medicaid program.

The reationships between generd Medicaid policies and Medicaid-reimbursable services
furnished to persons with developmenta disabilities may be examined in the context of three

general aspects of Title XIX services: (a) digibility, (b) types of services, and, (c) other
related considerations.

1 Medicaid Eligibility

Under present Medicad law, a gate may tailor its igibility criteria governing
Medicad-reimbursable long-term services to meet a variety of objectives. For
example, astate may opt to narrow the disability test (by restricting the provision of
services to persons with menta retardation) or specify relatively stringent criteria
for determining an gpplicant's "need for inditutiondization” (by ddineating strict
"level of care" criteria). With regard to the income and resources tests, a state must
deem public assistance (SSI and AFDC) recipients to be digible for Medicaid
services but also may extend coverage to other optiona groups that are recognized
under Title XIX datutes. In the case of long-term care services, a date typicaly
establishes a specid income test (for example, the sdlection of the so-cdled "300
percent” rule). Such a specia income digibility test must aoply to al recipients of
Medicaid-reimbursable ingtitutional services and may not be targeted soldly to
persons with developmenta disabilities. A state, however, may establish a more
stringent income test gpplicable to its HCB waiver programs. In summary, current
Medicaid law grants states numerous choices concerning the type of persons who
are treated as digible to receive Medicaid-reimbursable long term care services, as
long as agtate's policies comport with basic federd, statutory provisons.

A fundamenta principle of the Medicaid program is that a state must furnish the
sarvices it dects to cover under its state Medicaid plan to al digible persons who
need them. The magor exception to this principle is that a State may redtrict the
provison of HCB waiver services to a limited number of individuas (i.e., the
number of recipients approved by HCFA). States, however, typicaly control






"Related conditions" have been defined by HCFA to include cerebral palsy, epilepsy,
or another condition (excluding mental illness) "found closely related to mental
retardation" which results in substantial functional limitations in three of six
enumerated "major life activities" (e.q., self-care; expressive/receptive language;
learning; mobility; self-direction; and capacity for independent living).

The federal Medicaid definition of “"related conditions" roughly parallels the
definition of developmental disabilities in the federal Developmental Disabilities
Assistance and Bill of Rights Act, although it specifically excludes mental illness and
references certain etiological categories that were dropped from the federal
developmental disabilities definition in 1978.

Presently, states have the authority to narrow the federal regulatory definition.
Many states have done so in order to conform eligibility for specialized Medicaid
services to state statutory eligibility laws. For example, a number of states limit the
age of onset of the individual's disability to age 18 rather than 22 as provided under

the federal definition. In other cases, states only serve persons with mental
retardation.

Tied to the area of financial eligibility is the treatment of an applicant's/recipient's
earnings. A key test of SSI-eligibility (and, consequently, Medicaid eligibility) is that
a person's disability must prevent that individual from being gainfully employed.
Until recently, SSI eligibility disqualified most persons with developmental
disabilities who were capable of earning more than $300 a month on a sustained
basis from Medicaid benefits. In order to encourage the economic self-sufficiency
of persons with severe disabilities, however, in 1986 Congress amended Titles XVI
and XIX of the Social Security Act to extend SSI and Medicaid eligibility to certain
persons whose earnings otherwise would make them ineligible for such benefits
(Section 1619(a) and (b) of the Social Security Act).

Because states have such wide latitude in establishing Medicaid financial eligibility
criteria, the Medicaid eligibility of persons with developmental disabilities varies
considerably from state to state. While the SSl-eligible population is generally
entitled to Medicaid benefits in al jurisdictions, states vary markedly in the extent to
which children living at home are treated as Medicaid eligible, as well as individuals
with severe disabilities who are ineligible for SSI benefits. With respect to the latter
group, the principal population affected by individual state choices are persons with
severe disabilities who receive a monthly OASDI (Social Security) check that
disqualifies them (on the basis of financial need) for SSI benefits. In some states,

such persons may be effectively locked out of the Medicaid program while in others
they are covered.

The reader also should note that the scope of Medicaid coverage in a state is closely
linked to a state's policies governing the supplementation of SSI benefits. States
with more liberal supplementation levels generally have broader Medicaid coverage
than those which have more restrictive supplementation programs. Again, state
practicein thisareais highly variable.

Types of Services Offered

The types of Medicaid-reimbursable services that are typically employed by states to
meet the specialized service needs of persons with developmental disabilities are all
categorized as "optional state plan” services or are linked to such state plan options
in one fashion or another. This means that a state may choose to offer such services
at its own discretion to eligible individuals. It also means that a state may impose
limits on the "duration, frequency, and scope" of these covered services as it sees fit,
so long as such limitations are equally applicable to all eligible persons. As with the
area of Medicaid eligibility, the myriad of choices available to a state in designating
certain Medicaid benefits to be furnished to persons with developmental disabilities
isaroot cause of the complexity in assessing present policies.



Only three statutorily designed Title XIX service categories may be deemed by a
date to be exclusvely available to Medicaid digible individuas with developmental
disabilities. The principle service in this category isthe ICF/MR tprogram (as
authorized under Section 1905(d) of the Socia Security Act). As an off-shoot of the
ICF/MR program, a state may apply to the Secretary of HHS for a"walver” in order
to target home and community-based services to persons who otherwise would be
admitted to an ICF/MR (as authorized under Section 1915(c) of the Socid Securi
Act). Findly, astate may opt to furnish "targeted case management” services soldy
to persons with developmental disabilities (as authorized under Section 1915(q) of
the Act). In the case of the last two options, the associated statutory authorities are
"generic" in nature but a state, in order to furnish the authorized services, must
designate specific target populations.  These three options represent "specialized
Medicaid-rembursable developmenta disabilities services.”

In deciding to offer such services, a date has considerable latitude in how it might
choose to do 50 as long as the services furnished comport with federd law and

regulations. For example, ICF/MR services may be limited to persons who meet a
specific "resident profile.”" Targeted case management services can be structured to
include some, but not dl, Medicaid-digible persons with developmentd disabilities
and a state may further define the activities that will be performed on behdf of such
persons. In the HCB waiver program, a state has relatively wide latitude in selecting
the sarvices it believes will best avoid indtitutionalization of a person. Further, a
gate can limit the frequency or costs of services.

Other categories of statutorily authorized Medicaid services also are employed by
dates in meeting the specidized needs of persons with developmenta disabilities.
These categories are distinguishable from the services described above because they
cannot be specifically targeted solely to meet the needs of persons with
developmental disabilities. These so-called "generic" services that some states
employ as part of their overal service delivery strategy include "persona care’, the
"dlinic option,” and "medical rehabilitative services." Personal care services, which
are intended to provide on-site assistance to an individual in areas of hedth-care
maintenance and "activities of dally living" (and, as a subordinate aspect of service
delivery, the provision of "chore' services) are employed by some dates as part of
multi-source financing strategies for residential support services provided in non-
ICF/MR certified faculties. The "clinic option" and "medical rehabilitation services'
are used (again, by some states) as a means to finance the costs of furnishing
specidized daytime habilitation services to persons with developmental disabilities
and usudly encompass thergpeutic, hedth maintenance, or “daily living" services.

Finaly, some distinctly hedth-related services that a state may cover in its Medicad
date plan can be employed to address specific needs of digible individuas with
devdopmenta disabilities. These include therapy services, home hedth, benefits
available under the EPSDT program, and others. Services available in hese
categories are even less targetable than the preceding set of services.

From a service delivery standpoint, then, the interface between a state's
developmental disabilities service delivery network and the state's Medicaid
program involves choices concerning the state's utilization of specidized Medicaid-
reimbursable developmentd disabilities services, whether a sate will use a limited
number of other state plan services in a focused way to support daytime or
resdentia services, and the extent to which broadly available Medicaid benefits may
be accessed to meet specific needs. Since a state may limit each of these services
(or opt not to provide some or all of them), a complex set of interrelationships
typicaly arises ~ on a state-by-state basis — between developmentd disabilities
service delivery and the Medicad program.

Thefact that relatively few Medicaid services can be specificaly targeted to persons
with developmentd disabilities means that the use of Title XIX financing often



becomes ensnared in a state's overall strateqy for managing the Medicaid program.
Attempting, for instance, to access persond care services on behaf of persons with
devdopmentd disabilities may trigger maor issues vis-aVvis a sate's srategy for
managing long-term care services on behdf of the elderly.

3. Other Related Areas

To complete this portrait of the potentia interactions between developmental
disabilities service ddivery systems and each state's Medicaid program, it is useful to
point out severa other features of present genera Medicaid policies that have
relevancy in this areax

First, present Title XIX law gives the states enormous flexibility in
establishing rate determination methodologies applicable to
Medicaid reimbursable services. As a consequence, dates vary
enormoudy in how they sat payment rates and the level of payment
rates. At the same time, however, current federal Medicaid
policies and practices establish a framework for payments to
providers of reimbursable services that are relatively rigid (often
more rigid than those utilized by states in managing payments for
date-funded services) (Smith, 1987).

Second, present law does not envision adirect adminidtrative role
for a state's mental etardation or developmental disabilities
authority in the management of Medicaid-reimbursable services
furnished on behaf of persons with developmentd disabilities. A
state, however, may contractualy delegate some of the
reﬁﬁo&nsibilitia of the sngle-state Medicaid agency to such an
authority.

Third, embedded in the Medicaid program are a welter of
adminigtrative requirements that define in one way or another the
tasks a state must accomplish in order to gain Medicaid
reimbursement for services. For example, federal regulations
edtablish rdatively ific rgui rements concerning the types of
contracts that may be entered into with a vendor of Medicaid-
reimbursable services.

As in other aspects of general Medicaid policies, it is fair to say that present
statutory and regulatory requirements at once sanction a state's exercising
consderable discretion over management of the program while a the same time
forcing a state that is interested in employing Medicaid-financing on behaf of
persons with developmenta disabilities to conform its policies and practicesto Title
XIX requirements that are themsdlves eccentric to the program.

In summary, it is fair to say that Medicaid-financing of developmenta disabilities services
leads to a considerabl e entanglement with an enormously complex program that presents an
oftentimes confusing welter of options and eccentric requirements. As will become more
evident in successive sections of this report, many issues associated with reformulating
present Medicaid policies as they affect persons with developmental disabilities are
themsalves complicated by this entanglement.

C. The Evolving Role of Medicaid in MR/DD Services

Medicaid policies asthey affect servicestgdoersonswith developmenta disabilities have been
evolving for over twenty years. Present federa statutes and adminigtrative policies represent
the outcome of actions taken by Congress and federal administering agenciesto interrelate
the generd framework of the M edicdgdprogram to the specific service needs of persons with
developmenta disabilities. Today's Medicaid policy issues have their origins in such actions.
Important lessons can be learned by examining the evolution of currert policies
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The Advent of the ICF/MR Program

Although alimited number of states had employed Title X1X funding to finance
state-run institutional services subsequent to the enactment of the Medicaid
program in 1965, the direct involvement of the Medicaid program in developmental
disabilities services began in late 1971 when Congress authorized, as an optiona
date })Ian coverage, servicesin intermediate care facilities for the mentally retarded
(ICF/MR) (through the enactment of Section 1905(d) of the Socia Security Act).
At thetime, thislegidation was viewed as an expedient solution to problems that the
certain gtates were facing in financing indtitutional services for persons with mental
retardation. In giving states the option of covering ICF/MR services, P.L. 92-223
attempted to create a specia niche in Medicaid's long-term care services sector for
state-operated mental retardation ingtitutions that could not easily or appropriately
be classified as generic nursing care facilities.

It isimportant to recognize that the legidation creating the option to cover ICF/MR
services was not the product of careful legidetive andysis and debate concerning the
best methods of pgja_nl zing and delivering long-term care services to persons with
developmental disabilities. Indeed, no Congressiona hearings were held on the
proposal before it was enacted; furthermore, floor debate on this particular aspect
of the 1971 legidation was minimdl.

Rather, the ICF/MR gatutory benefit was the result of the convergence of two key

factors: (&) the states interest in obtaining federal financia participation in the
rising costs of operating state mental retardation indtitutions; and, (b) the desire of

consumer groups (most notably the Association of Retarded Citizens) to upgrade
the qudlity of services furnished in such facilities, by Unking the recaipt of federa
funding to afadility's compliance with minimum federd standards. ARC's objectives
were met by specifying in Section 1905(d) thet a facility ~ in order to qualify for
cetification as an ICFH/MR and, hence, qudify for state/federa Medicaid payments
— would have to meet nursing facility safety and sanitation standards and aso
furnish "active trestment” servicesto itsresdents.  The use of the phrase "active

treatment” represented an attempt (however ambiguous and ill-defined) to assure

that residents of ICF/MRs received "hedlth and rehabilitative" services, rather than

merey custodial @re. "

While few believed in 1971 that the ICF/MR dstate plan option necessarily
represented the best or only means of assisting states to meet the needs of persons
with developmenta disabilities, it must be kept in mind that seventeen years ago,
the most prominent feature of speciadized menta retardation services in most states
was large, sate-operated ingtitutions. Indeed, only four years previous date
inditutional populations had pesked a roughly 230,000 individuds (including nearly
35,000 individuals who resided in state mental hospitals) (Lakin et al., 1985).

Lacking a means of financing reasonably adequate services in these settings, other
changesin federa Medicaid policies could have led to the disruption of services on
behdf of literdly tens of thousands of individuas who resded in public ingtitutions.
As a conseguence, Section 1905(d) — Medicaid's only speciaized service benefit
available for persons with developmenta disabilities ~ was intended to promote
improvementsin exiging, inditutionaly-based services.

In 1974, the Department of Hedth, Education, and Wdfare's Medica Services
Administration (the predecessor agency to the present day Hedth Care Financing
Adminigtration) issued fina regulatory standards thet a facility serving individuas
with "menta retardation and other related conditions' would be required to meet in
order to be certified as an ICF/MR and, consequently, be digible for Medicaid

SeeLakin et a. (1985) for amore extended discussion of the various factors that
combined to result in the passage of P.L. 92-223.
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payments. These standards borrowed heavily from standards which had been
promulgated by the Accreditation Council for Facilities for the Mentaly Retarded
(the predecessor to the present-day Accreditation Council on Services for People
with Developmental Disabilities (ACDD)). Until they were findly revised in June
1988, these regulatory standards would define the framework for the provision of
ICF/MR sarvices for the next fourteen years.

The 1974 standards described a certifiable facility as one which furnished a
comprehensive program of habilitative, maintenance, and health care servicesto
each of its resdents. Persons deemed appropriate for these services were described

asindividualswho needed "continuous' active treatment services.  Primary

responsibility for assuring the well-being of persons served in an ICF/MR was
assgned to the facility (rather than an externd entity), which wasrequired to assess

the needs of each resdent across avariety of "life domains' aswell as develop and

implement an individua care plan for each resident. The regulations mandated the
involvement of certain specidists (e.g., physical therapists and dieticians) in
assessing each resident's needs and carrying out the individua care plan.  Specific
staffing ratios applicable to residential living units serving particular types of
individuas — based on broad client characteristics— aso were estal_olishec}. Asa
result, ICF/MR services were inddibly stamped as a highly intensive, "facility-

based”, "comprehengive care’ mode of ddivering sarvices.

One critical outgrowth of the publication of the 1974 regulations was that the
physica plant of an ICF/MR had to conform to nursing facility life safety code
requirements, and living/deeping areas had to afford residents a reasonable level of
privacy. For example, resdent bedrooms could accommodate no more than four

residents and had to meet minimum square footage requirements set forth in

federal regulations. Since residentia living units in many date ingitutions were
configured as open wards or large cottages, many facilities could not meet these new
requirements, which were scheduled to take effect in March, 1977. Ultimately, after
consderable debate, an accommodation was reached under which any state that was
unable to comply with the applicable federal physical plant requirements was

permitted to apply for awaiver of certain standards to gain additiona time (but not
beyond July, 1982) to bring its facilitiesinto compliance while continuing to receive
Medicaid payments. To qudify for a waiver that extended beyond July, 1980,

however, a state had to agree to take steps to reduce the number of resdentsin
each affected facility (Lakin et d., 1985).

The 1974 regulations and the subsequent step to offer states the option of delaying
compliance had two critical consequences. First, the regulations trigoered an
enormous level of capital investment in state-operated mental retardation
inditutions in order to bring the physica plants of such facilities into compliance
with federa regulations and, hence, guarantee the continued receipt of Medicaid
payments. In fact, during a three year period, states expended over three quarters
of a billion dallars to renovate existing state MR ingtitutions, primarily to bring
them into compliance with federa ICF/MR standards (Gettings and Mitchell,
1980). Second, numerous states put into motion "deinditutionalization” plans, asa
means of avoiding making expensive capital investments in antiquated or
undesirable facilities. The extension of the federal compliance deadline through
July, 1982 served as inducement to states to pursue such deingtitutionalization
initigtives.

Thus, from late 1971 to the end of 1982, the implementation of the ICF/MR

program dominated the states Medicaid program agenda.  There were several
distinct outcomes of the states efforts during this period:

First, the number of persons with developmental disabilities
receiving Medicaid-assisted long-term care services rose rapidly.
The number of persons occupying |ICH/MR-certified beds jumped

from 69,000 in 1975 to 106,000 in 1977 and again to 141,100 by
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1982 (Lakin et al., 1985). As a consequence, federal Medicaid
spending for these services literally exploded, increasing from
roughly $617 million in 1977 to approximately $22 billion in 1982
(Braddock et al., 1986).

Second, the quality of care and the living environments of
individuals residing in ICF/MRs improved substantially. Facility
staffing levels were enhanced markedly; resident per capita
expenditures rose at a pace well beyond the general rate of
inflation.

. Third, the character of the population in state-run facilities began
to change. As a result of "deinstitutionalization" efforts, which
focused on placing less severely disabled individuals into
community programs, state institutional residents increasingly
could be characterized as multiply-handicapped.

Fourth, the enormous capital investments many states were
required to commit in order to comply with the 1974 regulations
resulted in a perception that the bed capacity remaining once
compliance was achieved somehow represented a "permanent”
state commitment to maintaining state-run institutional services.

Fifth, one result of the steps states took to reduce state facility
population levels was an expansion in the number of privately-
operated ICF/MR facilities, most of which tended to be relatively
large by contemporary standards. In a number of instances, the
states' efforts to reduce the populations of state-run facilities took
the form of transferring individuals to "community-based"
programs that were themselves "institutional” in character.
Nonetheless, Medicaid funding for developmental disabilities
services began to spread outside the walls of state-run institutions.

Sixth, a number of states seized upon special features of the 1974
ICF/MR rules to establish "small" (less than 16 bed) ICF/MRs asa
means of infusing Medicaid financing into the private,
community-based service delivery network.

Finally, the manner in which states collectively financed the costs
of developmental disabilities services changed enormously.
Medicaid came to represent a critical means of obtaining external
financing for service enhancement and expansion. This particular

change will be discussed in greater depth in the following chapter
of this report.

There is no doubt that the initiation of the ICF/MR program has had far-reaching
consequences for the delivery of services to persons with developmental disabilities.
"Privatization" of service delivery emerged as a distinct trend. Incentives were
created for states to "deinstitutionalize" residents to community-based programs.
These incentives and other factors (e.g., judicial actions to protect persons with
developmental disabilities, an increasing focus on establishing "community-based"
services; etc.) combined to put into motion major changes in publicly -funded
servicesto persons with developmental disabilities.

At the same time, however, it is important to recognize that, while the creation of
the ICF/MR program had an major impact on publicly -funded service delivery
systems through 1982, these effects were confined to what might be termed
"conventional” service modalities. Federal policies were aimed at authorizing Title
XIX reimbursement of residential, congregate care programs within the overall
context of Medicaid funding for long-term care services. Federal policies were not
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intended to establish a mechanism to assist states in purchasing a broad array of
sarvices on behalf of persons with developmenta disabilities, regardiess of the
individud's living arrangement.

As a result, a two-tiered service ddivery system emerged: Medicaid-funded
congregate care services and state-funded community-based services, the latter
principaly supporting less highly structured residential prggrams and daytime
sarvices. With a few notable exceptions, the penetration of Medicaid financing into
the maingream of the states community-based programs was relatively limited
before 1982. While some states employed "generic’ Medicaid coveragesto assst in
f|nanC| ng daytime habilitation services (under Medicaid's "clinic option” or the

"medicd rehabilitation services' category) and non-lCH/MR residentid services (by
employing Medicaid's persona care benefit), in mogt instances the underlying
requirements associated with such coverages proved to be serious obstacles to the
development of Medicaid financing strategies designed to increase the availability of
Title X1X dallars in non-ingtitutional community services.

In the evolution of community-based services then, Medicaid financing of
congregate care residential programs served as an indirect catalyst to the
redllocation of state expenditures from ingtitutional to community-based services (a
tf;leme t)ha will be discussed in greater depth in the following subsection of this
chapter).

The period of the initiation and subsequent growth of the ICF/MR program had
other important features that bear on the present debate concerning federal
Medicaid policies. In particular:

Federal oversight of the ICF/MR program was not proactive
during this period. While states and private provider agencies
clearly were required to comply with the new regulations, direct,
on-ste federal oversght activities were virtudly nonexistent. As a
conseguence, responsbility for regulating ICF/MRs devolved
upon gdate survey agencies, which possessed little expertise in
developmentd disabilities services. In many dates, this meant that
ICF/MR surveys focused on areas of overlap between nursing
facility and ICF/MR regulations (e.g., life safety code, dietary
sarvices, and medica sarvices). As a reault, "active treatment”
remained avague and largely unenforced concept.

States were able to exercise consderable discretion in determining
digibility for ICF/MR services. Some states adopted fairly
restrictive tests, while others applied more openended criteria.
Again, the vagueness of the concept of "active treatment” created
an environment in which states had gaively wide latitude to
determine the extent to which ICF/MR services would be
employed as adevice for financing specidized MR/DD services.

. The introduction of Medicaid into non-state operated facilities dso
brought with it other trappings of the Medicaid program that
proved problematic in some states. Since Medicaid vendorizes
payments and generaly does not recognize the role of local
substate agencies, some states found it difficult to integrate
Medicaid financing of private ICF/MRsinto their routine funding

Among the obgtaclesin employi ng these "generic’ Medicaid benfits are: (a) the fact
that tgg must be "prescribed” by a physician and generally supervised by trained
medical personnd; and, (b) many dates have found it difficult to target such services
s0ldy to persons with da/elopmentai dissbilities.
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systems for community services. In states where the state MR/DD
agency and the single state Medicaid agency were located in
separate departments, the use of Medicaid financing for
community residences also proved to be a potential impediment to
unified, strategic system planning. These factors tended to
reinforce the evolution of a two-tiered system of delivering
community services

As an outgrowth of these and other factors, the authorization of the ICF/MR
program had widdy varying results, date-to-gtate. While, in generd, most dates
seized upon the program as a means of financing state ingtitutional services, the
extent to which Medicad financing was used to support community services and the
overal impact it had on state service ddivery systems varied markedly from one
state to another. As will be discussed in the next chapter of the report, this high
degree of variability perssts today.

By 1982, the initial effects of the implementation of Section 1905(d) largely had
been played out in most state-run ingtitutions. However, the utilization of the
ICF/MR program to finance an expanson of community-based services varied
markedy from gtate to sate. While some states (New Y ork, Michigan, Minnesota,
and others) regarded the ICF/MR program as a critica element in expanding
community-based services, others viewed the program more warily. The largely
non-interventionist posture of HCFA in overseaing this program led many date
officids to conclude that the ICF/MR program represented a readily accessible
means of employing Medicaid dollars to finance community-based services. Some

stt%mes, however, were more aggressive in pursuing this financing strategy than
others.  .........

2. The Home and Community-Based Waiver Authority

In 1981, Congress enacted the "home and community-based" (HCB) waiver
authority, by adding Section 1915(c) to the Socia Security Act (Section 2176, P.L.
97-35). The enactment of the HCB waiver authority, like many other changes in
Title XIX policy, was aproduct of many competing forces. Essentialy, however, the
objective of Section 1915(2 was to provide states with a means of employing
Medicaid dollarsto finance dternatives to placing elderly and disabled individuasin
nursing facilities and other ingtitutional settings (bettings, 19814). Section 1915(c)
was not the result of a conscious effort to change federa Medicaid policies as they
affected persons with developmenta disabilities; in fact, the themes stressed by
Congress in its 1981 ddiberations were very similar to the contemporary debate
concerning how best to organize generic federd long-term care policies.

Under Section 1915(c), a state is authorized to propose to the Secretary of HHS a targeted program
designed to furnish home and community-based services to individuas who otherwise would be
ingtitutionalized. Section 1915(c) requires a state to demonstrate to the Secretary's satisfaction that the
proposed services are essentia to prevent ingtitutionalization and, furthermore, are "cost-effective” (i.e.,
the costs of providing such services would not exceed, on average, the costs of furnishing ingtitutional
sarvices to digible individuals). In addition, a state dso is required to provide the Secretary with
sdtisfactory assurances that the "hedth and safety” of individuas receiving HCB waiver services are
adequately protected and that the right of an individual to select ingtitutional servicesis not abridged,
if he/she so chooses. The Secretary aso is empowered to grant waivers of "statewideness' and
"comparability" to a state requesting approval to furnish HCB services. These waivers permit states to
target the availability of such services to marticular recipient groups (e.g., elderly individuals), a
practice not otherwise
possible under generd Medicad policies.

While the enactment of Section 1915(c) wasnot "developmental disabilities
legidation,” it resulted in a substantial change in how Medicaid dollars could be
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employed on behdf of persons with developmenta disabilities. Many states quickly
recognized that the generic nature of the HCB waiver authority would permit them
to design waiver programs that would serve as dternatives to expanding the number
of ICF/MR beds. In essence, a second stream of Medicaid financing for
developmentd disabilities services had been created.

Moreover, states found that such programs could be designed in a manner
consgtent with their generd approaches to ddivering community-based services
(Gettings, 1981a; Gettings, 1982). Beginning late in 1981 and continuing into 1984, a
large number of states submitted waiver proposas and received HCFA approva to
initiate home and community-based waiver programs targeted specifically to
persons with developmental disabilities. These waiver requests, by and large, were
aimed at quaifying community-based services for Medicaid financing that would not
qualify as ICF/MR services. Typical services included in these waiver programs
were: (az case management; (bgl resdential support services in community group
c) family care or supported living arrangements, (d) daytime services; and,
(e) family supports (although to a relatively limited degree). As a result of this
flurry of activity, g¥ the end of 1984 Medicaid financing had been introduced into
the "maingream” of publicly-funded community-based services in a mgority of the
dates.

This gate activity to initiate HCB waiver programs was aided immensely by the
apparent receptiveness of HCFA officids to the waiver requests submitted by the
states. Proposed regulations implementing Section 1915(c) were issued in near
record time. The first HCB waiver request (by Oregon) was approved by the
Secretary in December 1981, barely two months after interim final regulations were
issued. Federd officids, who had become increasingly adarmed by the rapid
ecdation in ICFH/MR spending, viewed the HCB waiver program as a means of at
least dowing the rate of growth in Medicaid spending for services furnished on
behdf of persons with developmentd disabilities.

The most notable ramifications of the enactment of the HCB waiver authority were
thefollowing:

Medicaid dollars could bedirected to financing "' supportive' service
moddls, rather than being restricted soldly to the "comprehensive
care' ICF/MR mode. Services could be "debundled” and provided
on an intermittent basis. This financing mechanism, then, stood in
sharp contrast to the ICF/MR program.

As a conseguence, the flexibility afforded by the HCB waiver
program was perceived by dtate adminigtrators, providers, and
advocates as a positive step toward permitting them to chart a
more balanced gproach to developing an array of Medicaid-
financed MR/DD sarvices.

States generaly found that Medicaid HCB waiver financing could
be integrated more readily into their existing methods of funding
community-based services than was the case with the ICF/MR
program. Assuring a congstent, systemwide approach to financing
and delivering DD serviceswas akey factor that led many statesto
implement waiver programs. In particular, "external case
management services' could be employed as a means of
coordinating the provison of services. This mode of service
coordination was more congstent with community service ddivery

systems in many states than the facility-based approach of the
ICF/MR program.

States concluded that the HCB waiver program would permit them
to exercise greater control over service standards and program
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costs. A similar degree of state empowerment was not feasible
under the ICF/MR program; federal standards ~ although not

strongly enforced prior to 1984 — could not be unilaterally
modified by detes.

At the same time, however, Section 1915(c) demanded that
digibility for such services be tested agang the "need for
ingtitutionalization."” Home and community-based services were
viewed as an dternative to ingtitutiona care services rather than as
legitimate service modalities in their own right. Due to the
absence of an operational federal definition of what constituted
"need for inditutionalization,” this lack of independent standi ng
for HCB waver savices, however, was viewed as being

eccentric rather than a problematic feeture of Section 1915(0)

. In many states, the state MR/DD agency emerged as the
administering agency for Medicaid-reimbursable DD long-term
care services provided via the waiver program. While not
mandated by the legidation, mogt states found it more convenient
to work out administrative agreements which assigned
responsibility for day-to-day management of waiver services to
state MR/DD agencies rather than the single state Medicaid
aengy.

. Medicaid financing of community-based developmentd disabilities
sarvices became more deeply-ingrained. The HCB waiver
program (and, to alesser degree, the ICF/MR program) provided
ameans by which many states could cope with the decli n| ng level
of federal Socia Services Block Grant funding (SSBG; nee the
"Title XX" program). Title XX had served as akey source of
federal financing of community services, but since 1981 has
declined in importance due to the cutbacks in federa domestic
assgance that began in the late 1970s.

Thus, however unintended, the enactment of the HCB waiver authority represented
a pivota event in the evolution of federal Medicaid developmenta disabilities
policies. The identification of Medicad financing with indtitutionally-based sarvices,
while not severed, was substantialy altered. By the end of 1983, dightly more than
haf the states had submitted HCB waiver program applications to HCFA and
gained approvd.

Rising Tensions in Federal-State Relations

Beginning in 1983 and acce erating throughout 1984, important chanoes occurred in
federal-state relations surrounding the provision of Medicaid-financed
developmental disabilities services. In man% respects, the ramifications of these
changes are till being played out today. Thematically, the federa government's
historicaly passve role in administering Medicaid-rembursable developmental
disabilities services gave way to anew eraof: (a) proactive oversght of the ICF/MR
program; and, (b) the introduction of federa Medicaid cost containment objectives
into payments for developmentd disabilities services. This assertion of a more
proactive federal role stands in stark contrast to the "hands-off" attitude that had
characterized federa-dtate relations over the previous decade.

a. The Look-Behind Initiative

Prompted by evidence of apparent, widespread deficienciesin ICFH/MRsin
a number of states, Congress instructed HCFA in 1984 to shed its "non-
interventionist" regulatory posture and "look-behind" the qudity of care
surveys performed by state survey and certification agencies to determine
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directly whether Medicaid-certified |ICF/MRs were complying with federad
sandards (Katz and Gettings, 1986). While the Secretary of HHS had been
granted the authority to perform such "look-behind” surveys in 1980 (by
amendments to Section 1902(a)(33)(B) and Section 1910(c)(1) of the Socid
Security Act), HCFA had only rardly invoked this statutory authority.

Principally targeted on larger state-operated ICF/MRS, the Hook-behind"
surveysinitiated by HCFA in late 1984 found significant deficienciesin a
number of facilities, particularly in the provision of "active treatment"
sarvices. Asaconseguence, numerous facilities were either required to
submit plans of correction and/or threatened with decertification (and,
consequently, loss of federal funding). In addition, HCFA set up - again at
Congressional direction ~ oversight capabilities in each of itsregional
officesin order to establish an ongoing program of federd ICF/MR look-
behind surveys. HCFA also undertook specialized training of state survey
agency personnel designed to assure that such staff understood and applied
federal gandardsin their survey activities.

From afederd policy perspective, HCFA's "look-behind initiative" has had
three critical ramifications:

. First, HCFA was forced to define more precisely the
slandards of compliance for Medicad-certified ICHMRSs.
While previoudy HCFA had supplemented the 1974
regulations with "interpretative guidelines' to assist
aurveyors in assessing facility compliance, those guiddines
provided only genera direction to state survey agencies.
Thiswas particularly truein the area of "active trestment.”
Soon after initiating its ICFH/MR "look-behind" programin
1984, HCFA developed a survey protocol which, for the
first time, established more specific quideines defining
what condtituted "active treatment” and the essentia
processes that a facility needs to put in place in order to
assure the ddlivery of mandated services.

Second, in enforcing ICF/MR standards, federal
surveyors established performance expectations rdated to
fecility staffing and the utilization of cliniciang/specidists
that markedly increased the basdine level of "adequate”
staffing that a facility needed in order to achieve
compliance. It became clear that furnishing "active
treatment” services meant maintaining richer staffing
ratios than many sates had previoudy believed were
necessary. The "threshold of compliance” escalated r4pidly.

Findly, the "look-behind" initiative changed Congressiond
views regarding the degree to which dtates could be
entrusted with principa adminigtrative responsibility for
Medicaid state plan services furnished to persons with
developmental disabilities. More federal policymakers
came to believe an active, interventionist federa oversight
\c/jv:l;:b| Ir]e_aeded to protect persons with developmental
isabilities.

The federd "look-behind initiative" atered perceptions of what constituted
reasonable standards of ICF/MR services. Ultimately, these standards
were codified in revised federd |CF/MR regulations which were issued by
HCFA in June, 1988 (after being on the drawing board for nearly Six years).
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From the perspective of the states, the "look-behind initiative" has had
critical ramifications. In particular:

. The "economics’ of financing state-run institutions and
employing privately-operated | CF/MRs as a component of
community service ddivery systems changed .
subgtantidly. ICF/MR costs escdlated rapidly in the wake of
both federal and state compliance activities (atrend that will
be discussed in Chapter HI).

As had occurred previously with state effortsto compl(i/
with the 1974 ICF/MR regulations, the "look-behin
initiative” prompted many states to rekindle formal
"deinditutionaization” plans to reduce the populations of
date-run facilities and, hence, contain the costs of
maintaining |CFMR compliance. Rather than employing
privately-operated ICF/MRs as ameans of reducing Sate
Indtitutional  populations, however, the HCB waiver
program emerged as an important vehicle for maintaining
federd financing of servicesto theseindividuds. Again,
federal regulatory activities had the effect of accelerating
the higtorical rate of decline in state facility censusleves.

Findly, state attitudes concerning the Medicaid program

and federal oversight were deeply affected. State officials
recognized that federa actions could thresten continued

recelpt of a critical source of revenue used to support the
delivery of developmental disabilities services. Asaresult,

many states began to reevauate the wisdom of ther

increasing dependence on Medicaid financing.

The "look-behind initiative," then, must be viewed as awatershed in federak
gtate relations regarding Medicaid-reimbursable services for persons with

developmentd disabilities. A new, increasingly cautious (and, oft-times
adversaria) relationship between the federal government and individual

sates emerged. The adoption of an interventionist requlatory stance by the
federal government caught many states ill-prepared to ded with the

assertion of more definitive guiddines concerning ICHMR compliance.

Administrative Constraints on Federal Outlays

At approximately the same time the "look-behind initiative"' was launched,
the Reagan Adminigtration set in motion a series of administrative steps
designed to rein in federd Medicaid outlays for long-term care services to
persons with developmenta disabilities. While, on the one hand, States
were experiencing a significant escalation in the costs of ICH/MR sarvices
(as an outgrowth of the "look-behind initiative') the Adminigtration was
seeking avenues to reduce Medicaid outlays or &t least contain their rate of
increase.

The Reagan Administration came into office with the explicit policy
objective of reducing the role of the federal government in supporting
domestic programs. With respect to the Medicaid program, early Reagan
Administration proposals to achieve this objective took the form of
proposalsto "cap" federd Medicad payments to the states and index future
increases in such payments to variables not directly related to state
expenditures. The Reagan Administration viewed containing federd
outlays in the Medicaid program as akey dement in its overdl strategy for
reducing total federa outlays, while at the same time reallocating current
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dollars to support a build-up in defense spending (Gettings, 1981b;
Gettings, 1981c).

While accepting some Reagan Administration proposals to reduce federa
Medicaid outlays (e.g., in 1981 Congress voted to temporarily reduce
federa T|tIe XIX mamchlng payments to states), Congress rejected the
notion of "capping" the Medicaid program. Successive Administration
proposas to cap the program aso were rebuffed in each year through 1987
(principdly due to the efforts of the Democratic mgjority in the House,
spearheaded by Representative Henry Waxman (D-Cdifornia)). In 1988,
the Administration finally dropped this ﬁroposd as a result of the' budqei
ts)urélqmlt" which set the parameters for the federal FY 1988 and FY 1989
udgets.

Failing to contain Medicad spending by capping federd outlays, the
Adminigtration turned to examining the root causes of the rapid increasein
Medicaid payments to states. What became immediately clear to the
President's Office of Management and Budget (OMB) was that sate claims
for Medicaid-reimbursable ICF/MR services had skyrocketed and, in fact,
were the principal driving force in the rapid escalation of Medicaid-
reimbursable long-term care expenditures. Containing Medicaid long-term
expenditures, then, became synonymous with redtricting Title XIX's
participation in the costs of developmenta disabilities services.

Lacking Congressiona support to change federal law to contain such
expenditures, attention turned to administrative measures that might be
used to accomplish the same objective. Two courses of action were
adopted. In the area of ICF/MR sarvices, the alowability of state claims
for federa payments was brought under considerable scrutiny, particularly
with respect to whether states were claiming reimbursement for
"educationd" and "vocationd" expenditures which were not Medicad-
rembursable. Specid audits were undertaken by the HHS Office of the
Inspector General; a number of states were threatened with substantial
disallowances of federa Medicaid payments for having claimed federa
funds for purported educationd or vocationd servic es (Gettings, 1985).

Simultaneoudy, OMB instructed HCFA to tighten up on its approva of
HCB waiver requests. States encountered greater difficulty in obtaining
approva for such requests. In addition, HCFA officias began to impose
more stringent tests of "cost effectiveness’ than had been used previoudy or
were intended by Congress. (Gettings, 1985) For example, a state might
be told by HCFA that its HCB waiver program would not be approved
unless the average per capita cost of HCB services were no greater than 75
percent of inditutiona codts.

In 1985 and 1986, ultimately, Congress reacted to these efforts by adopting
certain cost containment steps that were viewed as excessive and
inappropriate. Congress, for example, declared aavariety of modifications
in the Sociad Security Act to prohibit the Administration moratorium on
disallowances for educationa and vocational services until HCFA clarified
its policies in this area. In addition, Section 1915(c) was amended to
prevent HCFA from imposing special tests of the "cost effectiveness' of
proposed waiver services or disallowing state claims for reimbursement in
the event that waiver spending exceeded the State's original estimates.

The objective of cutting federal Medicaid payments to states did not ertirely die
with the budget submit. President Reagan's last budget reportedly includes a
proposa to reduce the federa Medicaid matching rate by 3 percent.
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While Congress stepped in to protect the gates (and to assure that the
Administration did not impose a cap on Medicaid outlays administretively),
the die nonetheless had been cast that states would face special
administrative scrutiny in their utilization of Medicaid-reimbursable
sarvices on behdf of persons with developmentd disabilities. The tenor of
federal-date relations became more adversaria, a Situation that perdsts to
the present day. State experiences with HCFA during this period
reinforced their caution regarding the Medicaid program as a means of
gggacl:l ng services that meet the needs of persons with developmental
isabilities.

In addition, while Congress demonstrated a willingness to countermand the
Adminigtration's attempts to employ administrative measures to contain
Medicaid outlays on behaf of persons with developmentd disabilities, it
aso implicitly sanctioned HCFA's more stringent regulation of the HCB
waiver pro?ram. In particular, HCFA was successful in establishing thet its
approval of a state's HCB waiver program was contingent upon the state's
agreeing to accept a cap on the total number of recipients of Medicaid-
reimbursable DD long-term care services. Limiting waiver utilization as
wel| as the number of ICF/MR beds became a primary condition of HCFA
approval of an HCB waiver request. As aresult, the waiver program could
no longer be viewed as a reliable, long-term and elastic means of
marshalling Medicaid dollars to respond to community services demand.
Thus, while the HCB waiver programis dlowed to play the role of assisting
a date in redlocating Medicaid dollars from inditutional to community-
based settings, the HCB waiver program could not serve as a readily
expandable source of federal assstance in responding to new community

service demands. Indeed, an attempt by Senator Bill Bradiey (D-New
Jersey) and Representative Ron Wyden (D-Oregon) to convert the HCB

walver program to an optional state plan service - and thus free it of

HCFA -imposed casdload limitations - received little support in the 99th

Congress

In summary, then, the events surrounding the federa look-behind initiative and the
Administration’s attempts to contain federal Medicaid outlays on behaf of persons
with developmentd disabilities marked the beginning of a new era in federa-gate
relations. The federa government would adopt a more proactive, interventionist
role in the use of Medicaid dollars to support state service ddivery systems.
Developmentd disabilities services were no longer immune from efforts to dow the
pace of federa budgetary outlays.

Recent Events and Current Status

Since 1985, a relatively limited number of changes have occurred in federa
Medicaid policies as they affect persons with developmental disabilities. In many
re?oects the past three years have seen a continuing reaction to the events that

nfolded during 1982-1985. The "look-behind initiative," for example, appears to
have become a permanent feature of ICF/MR regulation. States continue to
encounter problems in obtaining HCFA approva for HCB waiver programs (either
for new requests or periodic renewal applications for current programs). Federal
audits are continuing and are having serious ramifications in some gates. In many
respects, avery uneasy air has settled over federa-state relations.

Congressiond action has taken place, however, that indicates thet federal policiesin
thisfield are gradudly evolving, dbeit a adow, incrementa pace. In particular

In 1986, Congress authorized the limited provison of

"prevocational” and "supported employment” services to HCB
waiver recipients. This change represented a marked departure
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from previous Title XIX policy, which prohibited the use of
Medicad funding for "vocationd" services.

Also, in 1986, Congress authorized a new, optiona state plan
sarvice, entitled "targeted case management Srvices” Again, while
this service was not intended exclusvely for persons with
developmenta disabilities, it has obvious, potential ramifications
for community-based MR/DD services, which rely on the
provison of case management as a kgf coordinative activity in
furnishing supports to persons W|th developmenta disabilities.

In the Omnibus Budget Reconciliation Act of 1987 (P.L. 100-203),
Congress reaffirmed a step it had taken in 1986 (in conjunction
with the passage of P.L.99-457) to assure that spending for "related
sarvices' ddivered to specia education students was considered an
dlowable Title XIX expenditure when furnished to Medicaid
recipients.

Findly, aso in OBRA-87, Congress established new restrlctlons on
serving personswith developmental disabilitiesin "generic' nursng
facilities. While the full impact of this change in policy is unclear,
a least 40,000 individuas nationwide will be affected by this
change in pollcy One clear ramification of this "nurang home
reform” |legidation is that the utilization of both ICF/MR and
HCB waiver services will be dramaticaly affected in most dtates.
Under the legidation, some nursing facility residents with
developmental disabilities must be transferred to more appropriate
settings. Other residents must be furnished "active trestment”
sarvices. The blocking of new nurding facility admissions aso will
place additional pressure on aready strained community service
delivery sysemsin many states (Gettings et d., 1988).

Findly, Congressona ddiberations concerning "nursing home
reform” aso reveded that some key members of Congress believed
it imperative that federa oversght of ICF/MR and Medicaid-
reimbursable community services should be further strengthened.
While no specific statutory changes were adopted by the 100th
Congress, it seemed clear that Some Congressiona leaders werein
amood to expand federd regulation of community-based MR/DD
sarvices financed with Medicaid dollars.

Hence, while Congress has not dealt with what many observers believe to be severd
of the key issues regarding Medicaid palicies affecting persons with developmenta
disalt_)ilitja it continues to take incrementa steps that collectively have sgnificant
implications.

D. Conclusion

Federd Medicad policies affecting services to persons with developmental disabilities have
undergone substantial changes over the past twenty years. In many respects, some of these
changes are ill being played out: either in the form of state reactionsto federd initiatives or
in further refinements of directions established by Congress a number of years ago.

Federd policies have not evolved in any consistent, unified manner. Present policies never
have been undergirded by a clear, distinct set of federa policy goals and objectives. In part,
this is a reflection of the basic nature of the Medicaid program itsdlf: i.e., the organizing
premise of the program remains to creste an umbrella of dlowable services under which
individual states may define their own particular responses to the needs of low-income
individuas. Given the ambiguity of federd policy objectives, it is not surprising that the
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present debate surrounding the reformulation of these policies centers on imposing more
well-defined objectives governing Medicaid-reimbursable MR/DD services.,

Medicaid's involvement with developmenta disabilities services began with finding a place
within the Title XI1X program for large, state-operated institutions. The legacy of that
decision is one source of tie current frustration with the Medicaid program: in one way or
another, this "inditutional bias' in Medicaid-reimbursable services is viewed by many as a
substantia obstacle to further expanding community-based services.

The enactment of the HCB waiver program — far more than efforts by a limited number of
states to adapt "generic’ Medicaid benefits to financing community MR/DD services —
stands as a pivota event in creating an aternative perspective on usng Medicaid funds on
behalf of persons with developmental disabilities. Medicaid funding no longer necessarily
had to be synonymous with the provision of residential services in congregate care settings,
federal Medicad dollars also could be employed to finance "supportive" services.
Adminigtrative limitations imposed by HCFA on state HCB waiver programs (with the tacit
approva of Congress), however, clearly point to the fact that the HCB waiver program can
serve only a trangitional step toward defining a reliable, broad-based means of employing
Medicad dollars in community developmenta disabilities programs.

Next, the "look-behind” experience has highlighted many critical issuesin this policy arena
First, the ICF/MR program is increasingly becomi n%lsol ated from mainstream service
delivery, since it has become a highly costly and tightly regulated means of furnishing
specidized long-term care services to persons with developmental disabilities. Second, it
seems clear that federa involvement in financing MR/DD services will bring with it federa
oversight of the quality of services that are furnished to eligible recipients. The "non-
interventionist" era gppears to have drawn to aclose.

Findly, it seems evident that Medicaid-reimbursable DD long-term care services cannot
avoid being drawn into the debate concerning federal spending. Congress thus far has been
unwilling to liberalize the HCB waiver program to permit states to expand the use of
Medicaid financing for community-based services. While Congress has demonstrated thet it
will resst Executive Branch atempts to reduce Medicaid-reimbursable services, it has been
loath to entertain all but relatively incremental changes in present policies when such
changes might have significant fisca impact.

The historical evolution of Medicaid policies as they affect services to persons with
developmenta disabilities provides key indghtsinto current policy issues as well as potentia
directions for future change. In the next chapter of this report, the evolution of these
policies will be examined from the sandpoint of their fiscal and service utilization impacts on
sate MR/DD service ddivery systems.
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[ll. MEDICAID'S ROLE IN FINANCING
DEVELOPMENTAL DISABILITIES SERVICES:
THE DEEPENING ENTANGLEMENT

The critical need for basic reforms in federal Title X1X policies affecting services to persons
with developmental disabilities comes into sharper focus when the role Medicaid dollars
have played in the evolution of sate service ddivery systemsis examined. Within the larger
context of the reconfiguration of publicly-financed MR/DD services (i.e, from
indtitutionally-dominated to community-centered systems), Medicaid financing of services
has played a key role. At the same time, however, any objective e@amingtion of the present
distribution of Medicaid dollars across service delivery sectors reveds a fundamenta
malalignment of resources. Indeed, serious questions can and should be raised about
whether present policies are contributing to or inhibiting the achievement of key nationwide
policy objectives.

The objective of this section of the report is to provide the reader with information regarding
Medicaid's past and present role in financing services to persons with developmental
disabilities. A variety of existing data is synthesized in an attempt to assist the reader in
understanding the prevasive influence Medicaid has on present state/loca decisionmaking
and, consequently, the enormous potential impacts of changing current fecera policies. In
one way or another, reformulating current policies will affect approximately $6 billion in
federal/state spending. The unresolved issues surrounding the federal budget deficit
inevitably require that proposas for Medicaid reform be scrutinized in terms of their
potentia effects on federa domestic spending. Hence, understanding the scope of current
spending is as just as essential an ingredient in the current debate concerning Medicaid
reform as are ideologica objectives and philosophic vaues.

In this chapter, key trends in the ddivery of dtate services to persons with developmental
disabilities are discussed to establish the context within which the debate concerning the
reformulation of Medicaid policies is taking place. Attention then will be turned to an
examinaion of the growing use of Medicaid dollars to finance specialized deve opmentd

disabilities services and the ramifications of this trend. Finally, the emergence of new (and,
heretofore, largely unrecognized) issues in Medicaid-financed services will be highlighted in
order to pinpoint the growing nationwide concerns with current Title XIX policy directions.

A. Transformation in Service Delivery Systems

Twenty years agjo, the concept of publicly-financed developmentd disabilitiesserviceddivery
was largely synonymous with ingtitutional services provided in large, impersonal, and often
poorly staffed and maintained facilities operated by the states. Segregation and custodial
care represented the most likely fate of individuals who could not be cared for by their
families. Although in the 1960s community-based MR/DD service systems were beginning
to emerge in many states, the fact remained that persons with severe disabilities faced a
blesk future if public-funded services were required.

In the short span of twenty-years, however, there has been a fundamental realignment of
sarvice ddivery systemsin most states. The chart at the top of the following page shows the
steady, continuing decline in the number of individuas served in state-operated residentia
facilities. As can be seen from this chart, the number of persons served in state-run facilities
pesked in 1967 at approximately 195,000 persons (224,000 if persons residing in state mental
hos?ltals are included) (White, et d., 1987). By 1977, the number of persons in sate-run
facilities had fallen to gpproximately 152,000, or a reduction of dightly more than 20 percent.
By 1986, approximately 100,000 persons were served in such facilities, areduction of about
one-third in ten years (White et d., 1987). By the end of 1987, the number of persons
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resding in public mental retardation facilities had fallen to approximately 93,000 individuas
or lessthen hdf of the leve of twenty years earlier (Scheerenberger, 1988).

There were (and continue to be) awide variety of reasons for this steady, continuing decline
in therole of the state-operated MR/DD facility asthe hub of state service ddivery systems.
Litigetion, ideology, economics, initiation of new federd palicies (eg., the "Education for All
Handicapped Children's Act of 1975"; Pi. 94-142), changes in Medicaid policies, and a
myriad of other factors. It isliterally impossible to isolate one factor or another as the

singular or most decisive cause. While the pace of indtitutional reductions has differed in
eech Sate, thistrend clearly is observable nationwide.

At present, there is no reason to expect that the trend toward fewer residents in state-
operated residentia facilities will not continue at approximately the same pace for the
foreseeable future. Many states have active efforts under way to continue to downsize or
close sate-operated facilities that will directly affect inditutional population levels over the
next four-five years (Scheerenberger, 1988). Furthermore, many of the factors that have
contributed to the ongoing decline in ingtitutional populations continue to influence state
decison-making as it impacts the utilization of such facilities.

Roughly paralleling the decline in the role of state-operated ingtitutions has been the
development and expansion in nearly every state of community service deivery networks
dominated by private sector agencies. The chart at the top of the following page shows just
how rapidly public ding on community MR/DD services increased between 1977 and
1986. In constant dollar terms, spending for community services tripled over this ten year
period Aswill be discussed below, Medicaid financing played an important, dbet cataytic,
role in this rgpid growth in public spendi ng for community services. Efforts by satesto
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place indtitutiond residents in community facilities/programs aso were amgjor factor in the
growth of the private service delivery sector.  Other key contributing factors included
growing public confidence in community-based services as wel as awillingness on the part of
many statesto sgnificantly expand spending for human services programs during the 1970s.

By 1986, spending for publicly-operated and privately-operated services had approximately
reached parity (Braddock, 1986). It is safe to predict that today a majority of state and
federa dollars are supporting privately-operated, community-based services. While many
are quick to point out that a Sgnificant share of these resources are tied to congregate care
settings — rather than "true" community supportive services ~ and also that a
disproportionate share of Medicaid dollars continue to be "locked up" in state-run
inditutions, the fact remains that the hub of developmenta disahilities service ddivery inthe
United States has been shifted from the institution to the community. For example, of the
250,000 individuas with developmentd disabilities receiving resdentia services nationwide,
over 60 percent are served by private agencies in community residences, ten years ago, only
40 percent were (Lakin, et a., 1988). Today, state MR/DD service delivery systems serve
roughly 500.000 individuas and less than 20 percent resde in state-operated facilities.

As aconsequence of these enormous shifts over the past twenty years, Sate MR/DD service
ddivery sysems — in the aggregate — have been decentraized and privatized. Therole of
the state indtitution as the hub of service delivery has been displaced by community service
networks thet provide a diverse array of services.

There seams little doubt that this transformation will continue, given the steady decline in
institutional populations. In addition, the range and scope of community services are
changing. While nationwide dataiis sorely lacking in this area, community services during the
1980s have been characterized by a period of ferment in many states. In particular:
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Community residences are becoming smaller; in many states, a"six-bed"
standard is common for community-residentia facilities. In the past, ten to
fifteen-bed facilities were consdered by some asinnovative.

The small group home, as the principd means of delivering community-
based residential services, is now being_ chalenged by "supported living
arrangement” programs, designed to furnish varying levels of assstance to
persons with developmenta disabilities in a wide-vari of living
arrangements that utilize non-specialized housing and typically place no
more than one-two individuds a asngle Site.

More and more states have initiated and expanded "family support service'
programs, designed to bring respite care and other services to assist
families in maintaining their son or daughter a home.

In daytime services, the hegemony of "day and work activity centers' and
the "sheltered workshop" has been chalenged by the rapid development of
supported employment programs that attempt to secure and sustain

integrated employment opportunitiesfor persons with developmental
disabilities (Katz and Gettings, 1987).

Increasingly, community-based programs are responding to the unique
needs and special challenges posed by persons with low incidence
conditions (e.g., autism and other severe behavorid disorders).

Findly, community MR/DD service systems have matured sufficiently to
recognize the need to diversify, in order to ensure that there are avariety of
appropriate service responses available to meet the needs of persons with
developmentd disabilities a various Sagesin ther lives.

Hence, the very concept of "community services' itsdlf is being redefined. In some respects,
publidy-funded community services in the 1970s assumed the "comprehensive care’ model
that was pioneered in ingtitutional settings. In the 1980s, community-based services
continued to expand but began to establish their own identity. Arguably, community services
in the 1990s increasingly will be "supportive" in nature (i.e., furnishing targeted interventions
and assistance to persons in the community, while stressing the themes of integration and
normdization).

While the course towards continued reconfiguration and transformation of state-managed
and funded developmental disabilities services appears to have been charted, difficult
problems lie ahead. In particular:

Most state MR/DD sarvice delivery systems are confronted with extensive
and growing waiting lists for services, as states struggjle to kegp up with the
demand posed by the increasing numbers of special education graduates
who need continuing services and sypports.

With state government surpluses at a twelve-year low, state MR/DD
programs are encountering growing difficulty in securing redl increasesin
resources to support community-based services.

Findly, the rapid rate of growth in community-based MR/DD servicesin
many states has created a complex backlog of financing, administrative, and
quality assurance problems that must be addressed. The range and scope
of community services grew rapidly, growth, however, did not necessarily
result in the creetion of asound service ddivery infrastructure.

The promises and problems of developmental disabilities servicesin the United States form

the backdrop against which the debate concerning Medicaid reform will occur. It seems
clear that the traditiona framework within which this debate has occurred -
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institutional versus community services — has been superceded by the events of the past
twenty years. Today, the more critical issues are how can federal policies be changed in
order to better reflect the current structure of service ddivery and reinforce, rather than
impede, emerging trendsin the provison of services

B. Medicaid Financing: Its Expanding Role In State Service
Delivery Systems

As numerous commentators have pointed out, since the mid-1970s, Medicaid has become
the dominant federal source of funding for indtitutional and community-based services to
persons with devel opmental disabilities. Access to openended federa dollars via Medicaid's
ICF/MR program was the mogt critical factor in expanding Medicaid's role in financing

services to persons residing in state ingtitutions and facilitating the development of

community services. In dmogt al dtates, the increase in Medicaid dollars that resulted from
the certification of gstate ingtitutions as ICF/MRs provided a reag?/ means of shifting a
portion of the costs of these facilities to the federal government and, thus, freeing up state
dollars to support amgor expanson in community-besed services.

The chart below depicts the amounts of state generd revenue spending and federal ICF/MR
paymentsin state-run facilities between 1977 and 1986.:

Financing of State MR/DD
Institutions: FY 1977 - FY 1986

(fig. 3)
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Asillustrated by the chart, total spending on state-run ingtitutional services increased by 92
percent over thisten-year period. Inrea dollar terms (e.g., discounting the effects of
inflation), however, such spending increased by only about 5 percent More significantly, state
general revenue expenditures, increased by only 36 percent while federal ICF/MR payments
Increased by 275 percent.
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As aresult of these increased federal payments for state institutional services, approximately
$990 million in state institutional spending was shifted to the federal ICF/MR program.
Over this same period, state general revenue spending on community-based services rose by
570 percent. The ability of states to contain state general revenue expenditures for
institutional services by shifting costs to the federal ICF/MR program was a critical factor in
making possible the rapid increase in state spending for community services. Roughly 42
percent of the growth in state general revenue spending for commumty-based services can be
traced to this shift in financing institutional services.

Thisphenomenon is further illustrated by examining trends in the financing of community
MR/DD services. The chart below shows the sources of state and federal funding of
community services between FY 1977 and FY 1986:

Financing of Community MR/DD
Services: FY 1977 - FY 1986

(fig. 4)
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While Medicaid funding of community services grew rapidly during this period, it did not
result in any diminuation in the relative level of state support for such programs. Both state
and federal funding of community services remained relatively constant as a share of total
expenditures for such services throughout this period. Medicaid dollars displaced Title XX
(the other principal source of federal assistance for community services) as a means of
employing federal dollars in community programs, while state funding of such programs
continued to hold constant at about 70 percent of total expenditures. Until the advent of
the Medicaid home and community-based (HCB) waiver program, Medicaid's role in

This shift is calculated by determining the share of FY 1986 expenditures that
would have been financed from state general revenue sources had the state share of
institutional expenditures remained at FY 1977 levels.
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financing developmenta disabilities community services was limited primarily to supporting
larger privately operated ICF/MR facilities and, in a limited number of states, supporting
daytime services through "generic" Title XIX plan options. [N.B., a few dates ~ most
notably Michigan and New York - dso employed Medicaid's "personal care' benefit asa
means of financing a portion of the costs of community residences.] Even aslate as 1986, 75
percent of the individuals who resided in privately-operated ICF/MRs were served in
facilities serving 16 or more individuds (Lakin et d., 1987).

While direct Medicaid financing of community services generdly has played a less decisive
role in most states than the reduced reliance on the state general revenue dollars in state
facilities, federal Title XIX had a significant impact on the organization and delivery of
community services. When federal Medicaid funds are combined with associated state
matching dollars, the tota share of aggregate community spending financed through the
Medicaid program has risen substantially. 1n 1977, only 10 percent of all state/federal
expenditures for community services occurred as part of the Medicaid program; by 1986, 42
percent of all such spending was channelled through the Medicaid program (Braddock, et d.,
1986). Shifting from Title XX funding (due to the cap on federal grants) to Medicaid
financing of community services did not raise the relative level of federal support for
community MR/DD services; however, it did result in a growing share of community
program spending faling under federd Medicaid requirements.

In generd, Medicaid financing has come to dominate public funding of developmental
disabilities services. The chart below indicates the trend in the relative share of spending for
MR/DD services that passes through the Title X1X program, by adding together federa
Medicaid expenditures and mandated state matching funds:

Medicaid's Relative Role in Financing
Community and Residential Services: 1977 - 1986

(fig. 5)
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In 1977, about one third of total state spending was tied to the Medicaid program. By 1986,
date/federa Medicad payments accounted for approximately 65 percent of al program
expenditures. In other words, nationwide about $2 in every $3 dollars spent by states on
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behalf of persons with developmental disabilities now is linked, in one fashion or ancther,
to federa Medicaid policies.

While this expansion in the use of Medicaid dollars frequently has clashed with other state
objectives (e.g., promoting more integrated housing opportunities and vocationa services for
persons with developmenta disabilities), the benefits derived from the influx of additional
federal assistance, on balance, helped to offset the costs associated with upgrading
ingtitutiona facilities to meet federal ICF/MR standards. In most states, the need to access
new resources to expand the scope and range of services available to persons with
developmentd disabilities outweighed concerns about the facility-based bias of the Medicaid
program. The r availability of Medicaid dollars permitted states to refinance and
upgrade ingtitutiona services with federa funds and, consequently, reallocate state dollars to
community-based services. In addition, Medicaid provided a means of maintaining the
]tedgai share of the costs of community programsin the face of afreeze on federd Title XX
unding.

Despite the unquestionable benefits of increasing utilization of Medicaid to finance
developmental disabilities services, the price most states have paid is the introduction of
federal policies as a mgjor service ddlivery factor. Changes in federal Medicaid policies,
thus, can have enormous potential impacts. The linkage between federd Medicaid payments
and required state matching funds means that federal requirements leverage a
disproportionate share of overal state spending relative to the actua federal Medicaid
dollars a state receives. States have taken advantage of this leveraging effect to garner
additional federal support: the smple truth, however, is that such leveraging also works in
reverse by magnifying the ramifications of federd policy changes

C. Critical Trends in the Use of Medicaid Dollars

The preceding discussion of the "macroeconomics’ of Medicaid support for developmental
disabilities services reveds a great deal about how such dollars have affected the
organization and delivery of MR/DD rvices in most states. Nonetheless, there are
particular facets and trends in Medicaid financing of developmental disabilities services
which aso bear examination. In part, it is useful to understand the present topology of
Medicaid support for such services. A clear group of key trends also represents an
important step toward understanding the possible ramifications of existing policies.

1 Who Receaives Medicaid Supported Sarvices?

By one reckoning, there are 1,200,000 Americans with menta retardation or other
related conditions who, given the nature and extent of their disabilities, can be
expected to need supportive services over their entire lifetime. (ASPE/HHS, 1988)
Generdly, these individuas are currently igible for federal Supplementa Security
Income (SSI) payments (747,000 individuds, including 596,000 adults and 151,000
children) and/or Socid Security (OASDI) disability benefits (an additiona 316,000
individuas). Such digihility, in turn, is based on an assessment that a person's level
of disability is likely to prevent him/her from engaging in employment. Additiona
adiugmentsin this data yield the estimated total of 1.2 million Americans (800,000
adults and 400,000 children) with developmentd disabilities who have substantia
handicapping conditions and "are likely to need long-term support.” In addition,
450,000 of theseindividuas (270,000 adults and 180,000 children) are believed to be
severely to profoundly disabled (ASPE, 1988). While these estimates may
understate the number of persons who might benefit from publicly-funded
developmental disabilities services (e.g., "prevaence’ measures suggest atotal U.S.
population of persons with mental retardation of 2.4 million and broader
definitions of developmental disabilities would raise the total even further), jthg/
represent a reasonable basis for estimating the total number of persons most likely
to need MR/DD training and support services.

In 1987, approximately 172,000 individuals resded in ICF/MRs or received HCB
waver services. Edimates suggest that another 40,500 individuads with
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developmenta disabilities resided in Medicaid-certified nursing facilities (Lakin, et
a., 1988). In addition, an unknown number of individuas receive Medicaid-
financed daytime servicesin gpproximately eight states, plus an unknown number of
individuas recelve Medicad-financed case management services in about a dozen
states. [N.B., arough estimate is that case management coverage may extend to as
many as 40,000 individuals once these sates fully implement their coverage plans]

While the available datais not fully rdidble (especidly with regard to services other
than those furnished in ICF/MR and HCB waiver programs), it is clear that
"mainstream” programs, such as HCB waiver and ICF/MR services cover only
about 15 percent of the potentially eigible population. In addition, the oft-stated
criticism of present Medicaid policies — namely that they have resulted in a
malaignment of resources ~ appears to have basis in fact. As pointed out earlier,
state-federa Medicaid spending represents gpproximately 65 percent of total public
spending for specialized MR/DD services, nationwide; yet, these dollars are
currently supporting only about 35 percent of the persons who receive publicly
supported MR/DD residential and daytime services.

Thus, despite the gpparent rapid rate of growth in state/federal Medicaid outlays on
behalf of persons with developmentd disabilities, the fact remains that these dollars
support only a relatively small number of Americans who are digible for SSl or
OASDI benefits and, based on prima facie evidence, are likely to need some
combination of extended supportive services.

How are Medicaid Dollars Used?

The now familar criticism of current Medicaid policies is that they have resulted in
an inordinate amount of state/federal funds flowing into larger indtitutiona settings.
The chart (fig. 6) on the following page displays the distribution of state-federa
Medicaid spending on behalf of persons with developmenta disabilities from 1977
to 1986. Obvioudy, this chart indicates that the bulk of federa Medicaid dollars,
historicaly, has been committed, and continues to be committed, to support services
furnished in larger congregate care settings, either publicly or privately-operated.
At the same time, it a0 is clear tha smdler ICFH/MR residences (15 beds or less)
and the home and community-based waiver services have made some inroads into
the institutional dominance of Medicaid spending in recent years. Within the
ICF/IMR program, there has been a pronounced trend toward the delivery of

services through private vendor agencies, particularly since 1982, asillustrated by
the next chart (fig. 7).

Public-Private ICF/MR Beds:
1977-1986 (fig.7)
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Source: Lakin et al. 1987
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Allocation of Medicaid
Funding for Persons
with Developmental Disabilities:
1977-1986 P

(fig. 6)
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The number of recipients in state-run ICF/MR facilities peaked in 1982 and has
been declining ever snce. While the ICF/MR program continues to be primarily
identified with state-operated institutions, the role of such facilities is receding,
while private sector involvement isincreasing.

Next, it is important to recognize that the ICF/MR program continues to be
identified with the provision of congregate residential servicesin rdatively large
(greater than fifteen bed) facilities. The chart below shows the change in the
digribution of ICF/MR bedslocated in large and smal fecilities since 1977

Large v. Small ICF/MR Beds
1977-1986
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Source Lakinet d., 1987

While there has been a steady increase in the proportion of residents served in small
ICE/MR facilities since 1977, the fact remains that approximately 87 percent of all
ICF/MR beds are located in ’Iarger facilities that, by contemporary standards, are
viewed as generdly less desirable settings for most persons with mentd retardation.
For avariety of reasons, most states have not found the ICHMR program to be a
particularly ussful mechanism for develgg/ing smaler community resdences. This
conclusion is particularly true since the advent of the HCB waiver program in 1981,
which offered states an alternative, and in many ways more flexible means of
obtaining Medicaid financia participation in the cost of community-based
resdentid and daytime sarvices.

Thus, the ICF/MR program, which in 1986 commanded about 95 percent of all
dtate/federal Medicaid spending on behaf of persons with developmental
disabilities, continues to be identified with congregate resdentid services furnished
primarily in large public and private resdentid facilities.

How Uniformly Available Are Medicaid Financed Sarvices?

The extent to which sates have employed Medicaid dollars to support
developmenta disabilities services varies sgnificantly from state to state. 1n 1986,
for example, nationwide there were 60 certified ICF/MR beds per 100,000 U.S.
population. In nine states, however, the number of ICF/MR beds per 100,000
population exceeded the nationd "norm™ by 1SO percent or more; in contrast, Sseven
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states utilized the ICF/MR program at less than one-half the nationwide average
(Lakin et al., 1987). Hence, the ICF/MR program has had differing impacts among the
states, these differential rates of Medicaid utilization also are reflected in the HCB
waiver program. Furthermore, states vary considerably in the relative role
Medicaid financing plays in meeting the needs of persons with developmental
disabilities. Inthree states, for example, about 90 percent of all residentia beds
(both indtitutional and community-based; public and private) are Medicaid-certified
ICF/MREs, thirteen states, however, had 40 percent or less of all beds certified as
ICF/MRs (Lakinet d., 1987).

As a consequence of this variability, it is difficult to attribute to the Medicaid
program any clear-cut, nationwide role in supporting developmenta disabilities
services. Consequently, in any effort to reformulate existing Medicaid law, it is
important to keep in mind that access to Medicaid-financed services is highly
uneven from state-to-state and, thus, modifications in such policies will have
differing effects in each state. This high degree of variability among the states in
the use of their Medicaid program leads to significant difficulties in forging
nationwide strategies designed to dter the flow of federa Medicaid funds on
behdf of persons with developmentd disabilities.

How Rapidly Are Federd Expenditures Growing?

Over the past few years, Congress and the Reagan Administration have struggled
(with only limited success) to reduce the federa budget deficit. The Gramm-
Rudman-Hollings deficit reduction targets have become more difficult to achieve
with each passing year. In the face of these efforts, however, date/federal Medicaid
expenditures for developmenta disabilities services have continued to grow at a
pace far in access of the genera inflation rate - atrend that has been observed
since at least 1975. The chart below displays Medicaid MR/DD expenditures
expressed in congtant dollars (i.e., factoring out the effects of inflation):

State/Federal Medicaid Spending on
Behalf of Persons with Developmental Disabilites:
1975-1987 (fig. 9)
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While the rate of spending increase dowed during the early 1980s, it has recently
reaccelerated (atopic that will be explored in greater depth later in this chapter). In
recent years, ICF/MR spending has been increasing at a rate of 9-11 percent
annualy. HCB waiver spending has increased at an even faster pace (see below).
Currently, the Congressional Budget Office estimates that, under current law,
state/federa spending for Medicaid-reimbursable MR/DD sarvicesisincreasing a an
overd| rate of 11.5 percent (Congressiond Budget Office, 1988).

As a consequence of this high rate of growth, increased spending for ICFFMR
services accounted for 15 percent of al the growth in Medicaid outlays between
1975 and 1986. In 1975, the ICF/MR program only accounted for 3.1 percent of
total Medicaid outlays, by 1986, the ICF/MR ﬁrogram accounted for 12.4 percent of
total Title XIX outlays and represented the third largest component of the
Medicaid program overall (spending for nursing facility and inpatient hospital
services ranked one and two) (Congressional Research Service, 1988). At the same
time, it is imﬁortant to keep In mind that ICF/MR recipients only represent 0.6
percent of the estimated 23.3 million Medicaid beneficiaries nationwide
(Congressiona Research Service, 1988).

Hence, Medicaid outlays on behaf of persons with developmenta disabilities thus
far have escaped the fate of many other federal domestic assistance programs. The
question can beraised — asit undoubtedly will for the entire Medicaid program ~ of
whether this protection will continue to hold in the future.

What Effect Hasthe HCB Waiver Program Had?

In Chapter 11 of this report, the proposition was advanced that the HCB waiver
program represents a potentialy critical, trangitional step in the reformulation of
Medicaid policies as they affect persons with developmental disabilities. While
HCB waiver spending only commands approximately five percent of Medicaid
outlays for developmental disabilities long-term care services, it nonetheless has
sgnficantly altered public perceptions of how Medicaid dollars may be utilized.

Today, 39 states operate or are about to initiate HCB waiver programs specifically
targeted to persons with developmenta disabilities. The number of states with such

HhCB waiver programs has continued to increase, as evidenced by the following
chart:

States with HCB Waivers Serving
Persons with Developmental Disabilities:
1981 -1986 (fig. 10)
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Following the enactment of the HCB waiver authority in 1981, states seized upon
this new financing aternative; by the end of 1984, 60 percent of the sates had HCB
walver programs in operation. Since 1984, the growth in the number of waiver
programs has dowed. Still, over three-quarters of the states have now selected this

option, despite the myriad of problems that have emerged in state-federa relations
surrounding this program.

Again, despite the Reagan Adminigtration's efforts to dow the rate of increase in

HCB waiver expenditures, a very rapid rate of increase has been recorded since
1982, as evidenced by thefollowing chart:

HCB Waiver Expenditures
for MR/DD Services
1982-1987: (fig. 11)
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This rapid rate of growth in waiver expenditure is likely to continue for the
foreseeabl e future as more states bring waiver programs on line or expand current
programs, either under present HCFA authorizations or to further reduce
ingtitutiona populations.

Finally, the impect of the HCB waiver program aso may be gauged by its effectson
the utilization of Medicaid-reimbursable long-term care services. The advent of the
HCB waiver program has led to amgor shift awvay from the ICF/MR program asa
vehicle for furnishing Medicaid reimbursable long-term care services to persons
with developmentd disabilities. The results of this shift are dramatically illustrated
by the chart & the top of the following page. Between 1975 and 1977, the number of
personsresiding in ICF/MRs grew by nearly fifty percent. Between 1977 and 1982,
it grew again by about one-third (from 106,000 to nearly 141,000). Between 1982
and 1987, however, the growth in the number of ICF/MR residents sowed
sgnificantly. By the end of 1986, there were approximately 144,000 ICF/MR
resdents. In about half the states, the number of ICF/MR certified beds actualy
fdl between 1982 and 1986 (Lakin et d., 1987).

In contradt, state HCB waiver programs, which only began to come on line in 1982,
had grown to serve approximately 28,000 Bgsons by 1987. In other words, since
1982 nearly dl of the net growth in the number of persons recaiving Medicad-
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Developmentally Disabled Recipients
of Medicaid-Reimbursable
Long-Term Care Services

1975-1987 (fig. 12)
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reimbursable |ong-term care services has occurred as aresult of the initiation and
expanson of HCB waiver programs. The fact that three-quarters of the states have
opted to furnish HCB walver services and, consequently, agreed to limit ICH/MR
utilization stron(];ly argues that the number of ICF/MR beds nationwide, has peaked
and may actud ine in the future. [N.B., the recently adopted provisons of
OBRA-87 rd at| ng to nursing facility res idents with developmental disabilities,

however, may - for avariety reasons ~ result in a near-term increase in the number
of ICF/MR certified beds (Gettings et d., 1988).]

One important factor in this very rapid redirection of Medicaid financing on behaf
of personswith developmenta disabilities probably is that HCB waiver sarvices have
proven to be substantialy more economica than ICF/MR services. 1n 1986, for
example, the average per capita cost of waiver srvices were only about one-third of
the $35,139 annuad per capita costs of ICF/MR services.

Despite the relatively minor fiscal impact of the HCB waiver program at present

then, experience with this program to date suggests that it contains the seeds of
possible answers to some thorny questions surrounding the provision of servicesto
persons with developmenta disabilities - not the least of which is that those are
ways of structuring less resource-intensive services than those provided through the
ICF/MR program in order to place states in a better position to meet the
burgeoning demands for services.

What Has Been the Impact of the L ook-Behind Initiative?

Where once the ICF/MR program was a rdlatively trouble-free means of accessing
federd dollars, it now represents a growing fiscd ligbility to the states. The rapidly
escaating costs of ICFH/MR services serves as adrain on state resources. The chart
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below depicts state ingtitutional per diem cogts, in both actua and constant dollars,
between FY 1977 and FY 1987:

Public MR/DD Facilities
Per Diem Costs:
1977 -1987 (fig. 13)
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Between FY 1981 and FY 1984, indtitutiona per diem codts rose by approximately
13 percent in real dollar terms. By 1984, it appeared that ingtitutional per diem
costs were beginning to stabilize; the rapid increase during the preceding period
reflected the states efforts to comply with the 1974ICF/MR regulations. But, in the
latter part of FY 1984, HCFA initiated federal "look-behind" surveys to assess
compliance with federd ICF/MR regulations. These surveys were focused initidly
on date-operated facilities. As a result of these surveys, a number of states were
required to substantially intensify services in state ingtitutions in order to maintain
ICF/MR certification and, thus, continuation of Medicaid funding. Between
FY 1984 and FY 1987, indtitutional per diem costs rose by 18 percent in red
dollar terms. While it isimpossible to attribute this 36 percent increase in the rate
of growth in state ingtitutional per diem costs solely to the states responses to

erd "look behind" surveys, there is no doubt that increased federa scrutiny wasa
major factor. Based on available data in total state institutional spending, the
Iargest absolute increase ($299 million) since FY 1979, occurred between FY 1986
and FY 1987. During this year, state facility spending rose by approximately 8
percent despite an estimated 7 percent reduction in the number of individuas
resding in sate-operated facilities (Braddock, 1986; Scheerenberger, 1987).

While forecasts of future changesin indtitutional costs necessarily must be guarded,
it ssems likely that this rapid rate of increasein redl per capita costs will continue; in
many states, the fiscal effects of "look-behind" surveys have not as yet been fully
reflected in national expenditure data. The recently promulgated, revised federal
ICF/MR regulations may require many sates to intensify spending on ICFHMR
sarvices even further. Less well-understood at this point are the ramifications of
increased regulatory scrutiny on spending in priveatey-operated ICF/MRs.

-39-



It seems clear that one side effect of the heightened federa scrutiny of ICF/MR
services has been to destabilize state developmental disabilities spending. Per
diem costs are rising in some states at such arapid rate that, even with accelerated
state efforts to place ingtitutiona residents to community-based settings, states are
still finding it necessary to pour new dollars into state-operated ingtitutions to meet
regulatory requirements. As a conseguence, in many states, maintaining ICF/MR
certification Is increasingly competing for the scarce resources that might
otherwise be employed to expand community-based services. Hence, there is
growing concern among the states that a Say's Law of MR/DD services has
emerged: the high costs of the most restrictive service dternative absorb the dollars
that would otherwise be allocated to more satisfactory services.

D. Concluson

'I'Ihereed isno _doubtI that Medicaid financing of %@dized developmental disabil |t(|j(|55 servicreis
played amgjor rolein permitting state service delivery systemsto grow very rapidly over the
past two decades. It isunlikely awat any other source of federa a&gstance could have played
acomparable role. At the same time, this brief recounting of the measurable outcomes of
the states efforts to employ Title XIX funding within their service delivery systems suggests
that the time has arrived to reformulate current policies. The effects of current policies and
the critical issues they pose are summarized below:

. State/federal Medicaid funding for developmental disabilities services
remains overly concentrated on ardatively smal number of persons.

The advent of the HCB waiver program provides strong evidence that

dternatives to ICF/MR sarvices, in fact, can improve the overdl efficiency

g_f 3j‘atgtle;-_federal Medicaid spending on behalf of persons with developmentd
isabilities.

Despite asteﬁd%/ rate of declinein the number of personsresiding in large,
date-operated facilities, spending for such services continues to increase.
While evidence remains scanty, it appears that the net fiscal effect of
federal look-behind surveys to date has been to accelerate the rate of
spending in ICF/MR facilities.

Painting the current status of nationwide funding for public developmental
disabilities servicesin broad strokes, it seems evident thet a financing crisis
is emerging. Increasing program costs coupled with growing consumer
demands are creating budgetary pressures that have not been addressed
constructively at the federal level. Moreover, concerns must be raised
about the capacity of states to continue to increase state appropriations to
meet the growing cost of ICF/MR services (particularly in state-run
facilities) without considerably eroding their capacity to respond to
additional consumer demand.

To continue with this theme, 1982 essentially marked the end of the era
when states were able to exploit the ICF/MR program to free up State
general revenue dollars to support community services. Until
approximately 1986, ongoing population reductions in state-operated
fecilities resulted in a period of relative stability in state ingtitutional
expenditures: population reductions permitted state spending to remain
fairly constant in red dollar terms. More recently, however, state spending
has begun to rise again, despite a continuing decline in ingtitutional
populations. Inevitably, one of the consequences of this phenomenon,
particularly if it persists, will be areduced ability on the past of the Satesto
expand community Servicesin response to growing consumer .

. Present federd policies dso work againgt such an expansion. In the close
ended framework of the HCB waiver program, the number of personswho
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may be served is limited. Burgeoning consumer demand cannot readily be
met in the context of the HCB waiver program.

The variahility in how states have employed Medicaid dollars on behaf of
persons with developmental disabilities raises questions concerning equal
access to needed services nationwide and also renders the articulation of
new Medicad policies extremdly difficult.

Finally, it remains to be seen how these thorny issues can be addressed
given the federa budget deficit and the fact that Medicaid spending on
behdf of personswith developmenta disabilities aready represents one of
the most rapidly growing areas of federal domestic assistance.
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IV. PROPOSALS TO REFORM
MEDICAID POLICIES

Over the past severa years, the growing recognition of the need to restructure Medicaid
policy has spawned a variety of proposals aimed at correcting the perceived shortcomingsin
current federal policies affecting services to persons with developmental dsabilities. The
purpose of this chapter isto discuss each of these proposals and other possible alternatives
for revamping federa policies, with the aim of helping the reader to understand the potential
directions that reform strategies might take as well as the advantages and disadvantages
associated with particular options.

Our intention is not to identify which of these specific agpproachesto Medicaid reform would
address the issues and frustrations ssemming from current federal policies in the most
effective or politicaly acceptable manner. Each of the various approaches represents a
legitimate attempt to resolve enormoudly complex problems. Assessing the potentia effects
of each approach offers one means of understanding how difficult it is to accommodate dl
the concerns that have sparked a strong interest in reforming Medicaid policies.

Given the present policymaking climate in Washington, the potential impacts of each
approach on the federal budget will receive specia attention in this section. For better or
worse, any proposed change in federd Medicad law affecting persons with developmentd
disabilities (or, more broadly, any proposed change in federal domestic assistance programs)
must run the gauntlet of a federal budgetary process that has, as its principal focus,
containing or reducing the impact on the massive federal budgetary deficit. Thus, the
feagbility of any reform pro isinextricably tied to federal budgetary palitics.

In the next section of this report, these proposals are examined in detail regarding their
potential ramifications for resolving critical issues in several different areas of federal
Medicaid policy. In addition, the Appendices A-D of this report provide more detailed
information on the contents of severd of these proposals.

A. Chafee/Florio

The reform proposal that has received the widest attention is contained in a bill that was
introduced by Senator Chafee (R-RI) and Representative Florio (D-NJ) (S. 1673/H.R.
3454) during the 100th Congress. While this bill, caled the "Medicaid Home and
Community Qudlity Services Act of 1987", actualy represented the third attempt by Senator
Chafeein aperiod of five yearsto gain Congressona gpprova of magor changes in Medicaid
policies affecting persons with severe disabilities, the legidation carried forward many of the
major themes that shaped his earlier legidative proposals. It is very likely that this legidation
~ possibly revised somewhat — will be reintroduced when the 101st Congress convenesin
January and receive serious consideration by the Senate Finance Committee (the Senate's
committee of jurisdiction for the Medicaid program).

Since thislegidation has been discussed so extengively (for example, see Gettings, 1988), it is
not necessary to recapitulate its maor provisons in detail here. [N.B., Appendix A aso
contains a summary of the legidative history, key provisions of this bill, and related
considerations] Suffice it to say that the Chafee/Florio bgidation represents a major
attempt to restructure federa Medicaid policies as they affect persons with developmental
disabilities. A primary objective of the bill is to maintain the Medicaid program as the
principal source of federa assistance for developmentd disabilities long-term care services.
The intent of the legidation is to carve out a deeper, potentially more secure, niche in
Medicaid for specidized DD services. This approach is strongly influenced by the perceived
need to tie domestic assistance for persons with developmental disabilities (and, more
broadly, severe disabilities) to the "entitlement” features of the Medicaid program as ameans
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of obtaining more consistent, broad-based funding for community and family support
sendess. The fact that Medicaid is a "protected” program under the Gramm-Rudman-
Hollings deficit reduction law also is viewed as another advantage in sustaining federd
assistance for specidized DD services.

There is no doubt that the legidation addresses critica federa Medicaid policy issues by:

permitting Medicaid funding to be accessed for community and family

support  services without proving the individua's "need for
inditutiondizetion';

proposing a means of establishing a state-level framework for organizing

Medicaid-financed programs and services while keeping federd overdght at
an appropriate leve;

. broadening the array of Medicaid-reimbursable services in a manner

consistent with contemporary views on how specialized services can be
provided in an ideologicaly sound and cog-effective manner; and,

providing afisca framework that provides sgnificant trade-offsto saesin
return for continuing to deemphasize services in large facilities.

While the legislation does not attempt to address all the current issues associated with
present federd policies (e.g., the inherent conflicts between general Medicaid policy
parameters and the organizing logics of state MR/DD service delivery systems; or concerns
about the fiscal consequences of current federal ICFH/MR policies), it is fair to say that this
legidation, on balance, represents a substantia reordering of federa policies under amore
satidactory framework than presently exists. The Chafeg/Florio bill would aign federal

policies with contemporary values and methods of service ddivery and, thus, remove amajor
source of the dissonance in federa-state relations.

At the same time, however, the potentia fiscal impact of the legidation underscores how
difficult it can be to pursue mgor reform of federal Medicaid policy in the present federal
budgetary environment. The bill's substitute for the "need for ingtitutionaization™ (receipt of
SSI benefits by persons with severe disahilities), when combined with the minimum array of
services that must be offered to digible persons, would increase federd outlays to an extent
that probably would be impracticable in the present climate. By stepping beyond a narrower
reform framework that addresses only policy issues within the context of current or projected
federa outlays, this legidation triggers extraordinary federa budget scrutiny. Thus, it should
be kept in mind that issues involving reform of present federal Medicaid policies encounter

substantially different tests, depending on the significance of their potentia impact on
federd outlays.

For the purpose of the present discussion, the following key points regarding this legidation
should be kept in mind:

First, the Chafee/Florio bill would quaify alarge number of persons with
severe disabilities for Medicaid long-term care benefits. Presently,
ecidized Medicaid-financed long-term care services for persons with
developmental disabilities are furnished to approximately 175,000
individuals. The minimum population that would potentidly be entitled to
benefits under the Chafee legidation initidly would be at least 750,000
persons.  In addition, the legidation would expand this entitled population

The legidation stipulates that persons who are found to be eligible for SSI benefits
due to a physica or mental impairment that originated prior to age 22 would be
eligible for services authorized under the legidation. As discussed in Chapter 111,

there are approximately 747,000 SSI recipients with mental retardation or "other
related conditions.”

-43-



over time (by increasing the maximum age of onset); and, states could dect
certain digibility options which could further increase the number of
persons eligible to receive Medicaid-reimbursable long-term care services
beyond SSI recipients. Ultimately, when the legidation was fully
implemented, more than 2 million persons with severe disabilities could
qudify for services.

Second, the bill's mandatory service array (i.e., the set of community and
famil?/ support services each state would be required to make available to
digible persons) islikely to result in relaively high service utilizetion rates.
Since coverage of community and family zér)port sarviceswould become a
basic condition of participation in the Medicaid fpr(z?ram two years after
enactment of the legislation, no state could afford to opt out of such
coverage. Even though nearly every state has elected to cover ICF/MR
services under their Medicaid plans, there are anumber of reasons why
actud utilization of such services will never approach the potential number
of persons who might qualify for admission to an ICF/MR (e.q., the
reluctance of many familiesto inditutionalize their sons and daughters; the
trict ity controls exercised by states over ICF/MR bed capacity, €tc.).
The wider array of sarvices mandated by the Chafeg/Florio bill would likdy
Sour broader utilization in Medicaid-reimbursable services by persons with
severe disabilities. Indeed, thisisabasic objective of the hill.

Third, the Chafee/Florio legidation does not substantially alter federal
policies governing the provison of ICF/MR services. While the impodition
of acap on Medicaid payments for services provided in large ICF/MR
fadilitiesis akey dement of the legidation, S. 1673/H.R. 3454 would leave
the basis of the ICF/MR program undisturbed. As a consequence, the
legidation would not affect the rising costs of such services. Furthermore,
by creating a host of possible uses of Medicaid dollars to finance
community-based services, the expectation of the hill's sponsorsis that the
role of large fadilities in serving persons with developmenta disabilities will
continue to shrink, perhaps even at an accelerated pace. It alsoisworth
noting that the Chafee/Florio bill would not place constraints on the
establishment of smaler (Sx-seven beds or less) ICF/MRs.

Fourth, the Chafee/Florio bill seeks to delegate decisions regarding the
organization and structure of servicesto the ate level, by mandating that
dtate implementation of the legidation be preceded by the development of
a detailed implementation strategy, which is subject to public review and
comment. However, there is no assurance that these provisions of
S.1673/H.R.3454 will not be amended at some point in the legislative
process to authorize a more peremptory federd role. The bill's
Implementation planning provisions were carefully crafted to limit the
administrative role of the Secretary of Health and Human Servicesin
regulating state planning and oversight activities, in order to avoid the
problems experienced with the HCB waiver program.  Certainly, these
elements of the Chafee/Florio bill are a odds with the generd climate that
is prompting expanded oversight and more stringent federa regulation of
ICF/MR and waiver programs. It also must be kept in mind that key
supporters of the legislation are not convinced that unfettered state
discretion in the management of Medicaid-funded programs will serve the
best interests of persons with developmenta disabilities.

Fifth, the legidation would not solve one key problem: the inconsstency of
the Medicaid means test with the non-income tested disability-orientation
of sate MR/DD programs. S.1673/H.R3454 would authorize changes in
the Socia Security Act that address certain relaed problems; but, digibility
for services in any particular state would continue to be tied to a state's
genera Medicaid income/resource test.
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Sixth, contained in the legislation are provisions which, in and of
themsdalves, would tend to raise the costs of services. The Chafee/Florio
hill seeks not only to broaden the types of services that could be financed
through Medicaid and the number and types of persons who would be
digible for such services but also to enhance key services. The provisons
regarding case management services, for example, are acasein point. The
legidation would require most states to intensify case management services
by significantly reducing the average casd oad of a case manager.

There is no doubt that the Chafee/H orio legidation would substantially expand the options
for financing services to persons with developmenta disabilities and other severe chronic
conditions through the federal-state Medicaid program. The objectives of the legidation go
wdl beyond changes aimed at permitting current Medicaid dollars to be better utilized.

Among the other significant objectives of the legidation are to: (a) increase the number and
types of disabled persons who are eigible to recelve Medicaid-rembursable long-term care
services, (b) embed in federal statute certain ideological vaues related to serving this
population; and, (c) spell out, in considerable detail, how states should be expected to

organize and deliver services.

From the perspective of those who recognize the need for far-reaching changes in current
Medicaid policy, the question is not whether the Chafee/Florio bill would authorize such
changes but rather is it reasonable to anticipate, given the current federa budgetary
environment, that Congress and the White House would be willing to accept such a
potentialy cosily strategy for reforming Medicaid policy.

During House hearings on H.R.3454 in September 1988, the Congressond Budget Office
§CBO) estimated that the legidation would result in a net reduction of federal budget outlays

or Medicaid reimbursable DD long-term care services of $730 million during the five years
following enactment (see Appendix A for amore detailed discussion of CBO's estimates).
CBO based itsfindings on its assessment that the cap on Medicaid payments for servicesin
large ICF/MRs would take hold immediately while the additional services authorized under
the bill would not be ingtituted until the states completed their implementation plans and
developed the required additional service capacity. Over the five years covered by the CBO
egtimate, reductions in payments for large |CF/MRs would offset growing federal payments
for community and family support services and increased federa/state administrative
expenses.

However, etimates prepared by the Reagan Adminigtration attributed amagjor fisca impact
to the legislation (ASPE/HHS, 1988).  The Administration anticipated an immediate
increase in federd Medicaid _spendln? of $700 million in the first year following enactment (a
jump of 17 percent over estimated federal outlays under current law). In the second year

following enactment and thereafter, the Administration expected an annual impact of

approximately $13 billion in increased federa outlays (or a29 percent increase over levels
|3r01 ected under current law). The potential impact of the proposed freeze on payments to
arge ICF/MRs aso was substantialy discounted. At the same time, the Administration
expected the states to rapidly increase Medicaid claims by quaifying under their Title XIX

programs existing community and family support services currently financed with stateflocal
dollars, by noting that states have alarge reservoir of unmatched state funds thet could serve
as matching dollars to immediately increase Medicaid clams.

While these estimates of the potentid fiscal impact of S.1673/H.R.3454 obvioudy arewidd
disparate, the principa source of disagreement is the differing assumptions concerning the
near term responses o the states to the proposed legidation. Over an extended period,
CBO, in fact, edtimated a net Ipositive impact on federa outlays should the Chafee/Hlorio
bill be enacted. The bottom line is that any approach to Medicaid reform that ultimately
may result in atertfold increase in the number of eligible recipients of long-term care
savicesislikely to cause aszable escalation in both federd and state costs.
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In the context of enacting new legidation, it is important to keep in mind that the exact
impact of a legidative proposal on the federd budget is usualy less important in gaining
passage than securing a consensus of the House, the Senate, and, to a lesser extent, the
Executive Branch that any additional costs the particular legidative proposal may engender
are anticipated in future budgetary projections. With respect to the Chafee/Florio
legidation, it is clear that the Rea(ﬁm Adminigtration did not agree with CBO's preliminary
assessment that the bill would not have a major, short-term budgetary impact. While thereis
no way of predicting the views of the Bush Adminigtration or key Congressiona actors, it
seems highl unlikelﬁ,afgivm the expanded eli%igility and coverages contemplated under the
legidation, that the Chatee/Florio bill will ever be viewed as budget neutra.

Furthermore, it must be pointed out that CBO's conclusion regarding the fiscal impact of the
Chafeg/Florio hill is highly reliant on the enactment of the ingtitutional spending limitation
that was proposed in S.1673/H.R.3454. In the absence of such alimitation, the legidation
would entail a sizable increase in Medicaid spending according to CBO's estimates. To the
degree that such an alowance must be made, the legidation must compete with al other
proposals for new spending as well as running head long into efforts to reduce the deficit.
The proposed cap runs counter to the House's long-standing opposition to capping any
eement of the Medicaid program and has been opposed by several interest groups. Most
recently, the Nationa Association of State Mental Retardation Program Directors
(NASMRPD) has expressed its unwillingness to accept such a cap given the apparently
uncontrolable rate of increase in ICF/MR operating codts in the wake of intensified federa
oversght activities.

Furthermore, under the Gramm-Rudman-Hollings spending control mechanism, a new
program that has a substantial fiscal impact can have far-reaching consequences, not the
least of which isthat it creates the potentia for sequestering funds in other programs. In
addition, a major increase in spending in one area of Medicaid spending substantially
reduces the chances that other Medicaid agenda items can be pursued by Congress or the
Adminigration. Thus, anincrease in spending for MR/DD services competes with a host of
other agenda items, including widening the availability of non-ingtitutional services for
elderly persons or broadening overall Medicaid coverage of children. Barring a magjor shift
in national priorities away from containing the federal budget deficit, the Chafee/Florio
legidation, In its present form, may pose too great a danger of exacerbating the deficit.
Unless the fiscal ramifications of the hill are resolved, it seems highly unlikdly that the
quisldati on could be enacted, given the issues it poses for managing overal federd Medicaid
spending.

If the potential cost of the legidation constitutes a major impediment to its passage, the
logicd course of action would be to modify it in ways that would lower the fiscal impact.
However, it is not clear the legidation could be modified to yield a smaller fisca igpact
without serious eroding of its base of support. More aggressive containment of federal
payments for inditutiona services, for example, would intensify the oppostion of public
employee unions, parents of inditutiona residents, and possibly other interest groups.
Furthermore, state MR/DD agencies have already made known their reservations
concerning the legidation's cap due to escalating ICF/MR costs.

Testimony by James Toews before the House Subcommittee on Health and the
Environment, September 20,1988.

Under the Gramm-RudmanHollings deficit reduction mechanism, Medicad is a
"protected” expenditure category; i.e., if the projected deficit exceeds the
predetermined target for any particular year, the Medicaid program is exempted
from the "automatic" spending cuts that are required to be made through
sequestering a percentage of gopropriations in non-protected areas of the federa
budget in order to meet the deficit target. A mgor increase in Medicaid spending
may trigger sequestering dollars in other elements of the federal budget; avoiding
that outcome enters into the Congressional calculus when considering changesin
the Medicaid program.
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Narrowing digibility sandards would certainly lower the fiscal impact estimates, but it dso
would exclude categories of potentia recipients from the benefits of the newly authorized
program. For example, if the provision for gradudly increasing the ace of onset of disability
were to be dtricken from the Chafee/Florio bill (thus limiting digibility to persons with
disabilities originating in childhood), the long-term fisca impact of the legidation would be
congderably reduced. However, persons with disabilities originating in young adulthood to
mid-age would not be entitled to receive community and family support services and,
consequently, organizations that represent such congtituencies, understandably, would be
quite upset.

Similarly, limiting the types of Medicaid covered services would undermine the basis of the
bill: namely, dlowing greater flexibility in the types of services provided in order to promote
community living opportunities. In summary, the fiscal compromises necessary to gain
passage of a scaled-down verson of the Chafee/Florio hill could easly destroy the codition
that has been formed to secure its passage.

In addition, despite the apparent widespread support of thislegidation in Congress, it would
be a mistake to underestimate the strength of the opposition. It is clear that public employee
unions will remain opposed to the hill, regardiess of provisions designed to protect public
sector jobs. Besides, if the employee protection provisions of the legidation become too
strong (e.g., tantamount to job guarantees), some state governments may conclude that the
fiscal consequences cannot be tolerated and oppose the legidation. It alsois clear that the
gep taken in S. 1673/H.R. 3454 to weaken the indtitutional downsizing/closure provisions of
the earlier Chafee proposds has not mallified the opposition of ingtitutiona parent groups.
Their strong opposition to the legidation is capable of derailing any hill, no matter how
widespread its support in the rest of the MR/DD community.

Finaly, it must be recognized that key actors in both the House and the Senate remain
opposed to the legidation for reasons that have little to do with program ideology or their
level of satisfaction with current federal policies. It is exceedingly unclear what, if any,
changes can be made in the legidation that would gain the support of these key
Congressiond actors.

Consequently, the prospects for the passage of the Chafee/Florio bill during the 101st
Congress are far from certain, despite the large number of House and Senate members who
co-sponsored the legidation in 1987-88. The political and economic necessity of containing
the federa budget deficit stands as an enormous barrier to the bill's adoption. The results of
the recent dection are not likely to have a substantid impact on the way in which the deficit
problem isviewed by Congress or the Executive Branch.

The foregoing discussion, of course, does not mean that the Chafee/Florio approach is
infeasible or undesirable. It does suggest that it, or other approaches that contemplate
expanson of federa long-term care benefits to persons with developmental disabilities, will
encounter tough problems when it involves amgjor increase in federd outlays.

B. The Waxman Proposal

On August 11, 1988, Representative Henry A. Waxman (D-CA) introduced a bill (H.R.
5233) that would authorize |ess sweeping changes in federal Medicaid policy asit impacts on
persons with developmental disabilities. The "Medicaid Qudity Services to the Mentaly
Retarded Amendments of 1988", nonetheless, would have made substantial changes in
current law. Ap#oendix B outlines the provision of thislegidation in greater detail aswdl as
other features of the legidation. Since the Waxman bill was only introduced late in the 100th
Congress and, thus, has not received the same level of discussion as the Chafee/Florio
legidation, we will spend some time explaining its key provisions. The purpose of this
discussion isto pinpoint the relationship of this legidation to the broad issues that undergird
the need for Medicaid reform; we aso will describe the potentia fiscal implication of the
legidation. It should be noted that Representative Waxman plans to reintroduce his
legidation during the 101st Congress, but it may contain substantia modifications.
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The Waxman hill essentidly reflects three lines of thinking. First, broadened Medicaid
coverage of community services— in the form of anew, optiond gate plan coverage, caled
"community habilitation services' - is proposed (%artly in direct response to the
Chafee/Florio legidation); but, unlike the Chafee/Horio hill, the Waxman legidation would
leave it to the states to decide whether or not to incorporate these services in their Medicaid
gate plans. In other words, H.R. 5233 would maintain the long-standing Title X1X policy
that states are free to select (and limit) Medicaid benefits other than for a core set of acute
care(eg, hogpitd and physidan) sarvices

Second, the Waxman bill would tie the receipt of federa payments for Medicaid-
reimbursable DD services more closdly to state compliance with federal standards. Rather
than restricting the level of federal oversight of state programs, the bill would: (@) enact into
law the principa provisions of revised ICF/MR standards and empower the Secretary to
review the appropriateness of current and future placements in ICF/MRs, (b) authorize the
Secretary to promulgate federd standards governing the provision of residentid services
furnished under a state's HCB waiver program or as an optional community habilitation
service; and, (c) authorize the Secretary to develop and the dates to enforce additiona
performance measures governing dl forms of community habilitation services. These qudity
assurance provisions reflect a strong presumption that federal participation in the costs of
Medicaid-reimbursable services must be accompanied by adequate guarantees that such
services meet basic nationd standards.

Third, the legidation would creste nationa standards for the determination of digibility of
persons with developmenta disabilities to receive Medicaid-reimbursable DD long-term
care services. The Secretary of HHS would be authorized to devel op criteria governing the
classes of persons with developmental disabilities who could be served in ICF/MRs. The hill
would require the Secretary to promulgate explicit criteria that the states would have to
apply in evauating the digibility of dl individuas to be admitted, or continue to residein, an
ICF/MR. These standards would have to be issued within a year of enactment of the
legidation. Hence, H.R. 5233 would be clearly define who may receive Medicaid-
reimbursable long-term care services.

While the Waxman bill addresses other aress of federal policy (including permitting a state's
governor to assign Title X1X adminigtrative responghbilities to the sate MR/DD agency and
prohibiti n%I;CFA from imposing the Medicare upper limit test on payments for ICF/MR
sarvices), the discusson here will focus on the three areas identified e

1 Community Habilitation Services

Representative Waxman's intention in proposing that "community habilitation
sarvices' be added as an optiond state Medicaid plan coverage is to continue the
treditiona gpproach Congress has used in dtering federal Medicaid policies. As
discussed in Chapter 11, the Medicaid program was not conceived of as a federal
health care program, but rather as a means of helping states to pay the cost of
meeting the hedth care needs of low-income Americans. While Medicaid law
mandates that participating states provide a minimum array of acute hedlth care
services to AFDC and SSI recipients, it is structured to permit the states
consderable |atitude in shaping their programs by sdlecting optiona servicesfrom a
menu of alternative coverages authorized under Title XIX of the Social Security
Act. States are free to adopt or not adopt such coverages and establish their own
limitations on the utilization of such benefits. With certain exceptions, changes in
Medicaid policy historicalg/ have occurred by making new coverages available to
States that desire to extend the scope of their Medicaid programs, rather than by
mandating such coverages. This approach can be contrasted with the approach used
in the Chafee/Horio bill, which would require al states to provide a minimum array
of community and family support servicesto digible persons with severe disabilities.
In this sense, Representative Waxman's proposal represents a "mainstream”

approach to dtering federa policies. Congress, for example, adopted a smilar
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approach in adding "targeted case management" services as an optional state plan
coveragein 1986.

From a fiscal perspective, the addition of community habilitation services as an
optional state plan coverage would have an uncertain impact. There is no doubt
that "community habilitation services", as defined in the bill, would give a state the
potential to cover a scope and range of services that could be nearly as broad as
those which would be authorized under the Chafee/FIgrio legislation. Habilitation
services are an integral component of nearly every service furnished to persons with
developmental disabilities and, by their very nature, tend to be among the more
expensive services in any state's community service delivery system. In addition, the
bill would permit states to cover prevocational and supported employment services
furnished to any eligible individual, thus broadening the coverage of such services
(which are presently restricted to previously institutionalized participants in HCB
waiver programs).

At first glance, it would appear that the fiscal impacts of this legislation might
parallel or even exceed those of the Chafee/Florio bill. Thereis no doubt, for
example, that many "mainstream" community-based services presently offered by

states would fit comfortably within the framework of community habilitation
services and, hence, states could increase their claims for Medicaid reimbursement

significantly. In addition, H.R. 5233 would not limit payments to larger ICF/MRs

and, thus, such a cap would not offset the fiscal impacts of expanded federal support
for community -based services, as would be the case under the Chafee/Florio bill. In

addition, since the provisions of H.R. 5233 closely parallel the scope and range of

services that most states furnish as part of their HCB waiver programs, the

legislation would offer such states an opportunity to exchange the spending and
caseload limitations that are currently imposed on HCB waiver programs for a
broader-based means of claiming federal Medicaid reimbursement.

At the same time, however, it is important to point out three critical elements of the
Waxman bill that could result in an impact significantly lower than the
Chafee/Florio legislation:

First, eligibility for community habilitation servicesis more tightly
defined than in the Chafee/Florio bill. The Waxman bill would
require a state electing to cover community habilitation servicesto
make such services available only to persons with mental
retardation and related conditions who are categorically eligible
for Medicaid. Individuals whose income and/or resources may
disqualify them for categorical Medicaid eligibility would be
required to meet an additional test— i.e., they would have to be
found to otherwise meet ICF/MR level of care criteria (in other
words, "need active treatment"). On the whole, the thrust of these
provisions, coupled with an unwillingnessto extend eligibility to the
broader population of "persons with severe disabilities", would
result in a smaller population of individuals being potentially
eligible for services under this legislation, compared to the
Chafee/Florio bill.  Obviously, over the long-term, these
differences in target populations would be accentuated because of
the provision in S.1673/H.R3454 calling for a gradual increase in
the age at which the origin of a person's disability would qualify
him or her to receive community and family support services.

Secondly, by authorizing community habilitation services as a state
option, H.R. 5233 adds another element of uncertainty, since it is
impossible to predict how many states would elect to cover such
services under their Medicaid plans; consequently, it is extremely
difficult to estimate the fiscal impact of the proposed new
coverage. While superficially it might appear that most states
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would find it highly advantageous to incorporate coverage of
community habilitation servicesinto their state Medicaid plans, it
isunclear exactly how many actudly might do so and a what pace.
Since the definition of community habilitation services would be

nchronized with arevised definition of habilitation services under
the HCB waiver program, one might speculate that states which
administer HCB waiver programs would welcome the opportunity
to elect an optional state plan coverage in order to escape the
casdload and expenditure limitations imposed on waivers by
HCFA. At the same time, however, it must be kept in mind that —
a least to date -- only 10-12 states have chosen to cover "targeted
case management services' under their state Medicaid plans
despite the fact that case management services are an integra
element of every state's MR/DD service delivery systems. To a
degree that is largely unpredictable, tates usually are cautious in
adding any new benefit to their sate Medicaid programs.

Finally, since community habilitation services would be
authorized as an optiona coverage, states would have the latitude
to establish service limitations that would restrict the frequency,
scope, and duration of services furnished to eligible persons.
While the number of persons who would be eligible for
community habilitation services is smaller than that the
target group delineated under the Chafeg/Florio bill, it is
nonetheless larger by a least a factor of five than the number of
persons who presently receive Medicaid-financed DD services.
Gengrdly, daes have atempted to employ restrictions on
Medicaid-funded optiona benefits as a means of avoiding rapid
increases in utilization that would outstrip their capacity to finance
sarvices. Thereisastrong likelihood thiswould occur if community
habilitation services were authorized as an optiond Medicad
coverage. States might seek to maximize federal payments, but
many states probably would impose controls to prevent runaway
growth in spending and utilization.

In short, while wncePtudIy the Waxman bill could have a large fiscd impact, its
actual impact probably would be substantiadly less than the Chafee/Florio hill, a
least in the near to mid-term. Authorizing community habilitation services as an
optiond gate plan coverage, however, in the longer term, might be expected to have
effects pardleling those of another optiond state plan coverage: ICF/MR services.
At the bottom-line, any estimate of potential impact must be conjecturd, since it
would depend on how fifty-one jurisdictions respond to the availability of a new
optiond Medicaid Sate plan coverage.

To expand somewhat on the experience with the "targeted case management”
services option, it is clear that ahost of factors have affected the pace at which states
have dected this option. Initial HCFA policy guiddines, issued after Congress
enacted legidation authorizing this service in April, 1986, posed certain difficulties
for some states. Statutory provisions (since corrected) created other problems with
regard to state laws that restricted the types of entities that could furnish case
management sarvices. In some dates, sdection of this optionad @verage posed
operationa problems. In other states, selection of the option has been stymied by
general concerns about the fiscal impacts of adding an entitled service to state
Medicaid programs that are aready viewed as out of control. The main point to
keep in mind is that offering the states the option of adding additiona state plan
coverage will trigger different responsesin each of the states; it is unreasonable to
expect, therefore, that all or most states will rapidly adopt a new state plan option
no matter how attractive it might be for sate MR/DD service delivery systems.
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Shortly following the introduction of H.R. 5233, the Congressiona Budget Office
produced spending estimates that fell into what is consdered the "deficit dust” range
of fiscal impacts. According to CBO, Representative Waxman's bill could be
expected to increase federa Medicaid spending by only $25 - $30 million during
each of the three years following enactment. CBO's analysis based these very
modest ﬁroi ected increases in spending on the assumptions that: (a) only 7-8 states
would ¢ to cover community habilitation services (based on experiences with
dates eecting to cover other newly offered ate plan aptions; and, (b) the "need for
ingtitutiondization” test of digibility would substantially reduce the number of
individuals who could qudify to recelve such services (see Appendix B for a more
complete discussion of CBO's estimate of H.R.5233's fisca impact). The Reagan
Adminigration officials did not comment on these estimates, athough it seems
gli%y that they would have attributed a considerably higher fiscal impact to H.R.

Beyond consderations of fiscal impact, it is important to examine the proposed
addition of community habilitation service coverage on its own merits. First, H.R.
5233 defines such sarvices in a way that pardlds the types of services most states
furnish under HCB waiver programs. Indeed, the hill's definition of the term
"community habilitation services' Is a somewhat modified verson of the definition of
"habilitation services that appears in current law governing the HCB waiver
program. In that sense, the proposed coverage is closdly adigned with the array of
services that three-quarters of the states have elected to provide through waiver
programs. If the extensve State utilization of the HCB program is an indicator of a
preferred approach to delivering Medicaid-reimbursable DD long-term care
sarvices, then the proposed optional coverage and state practice are well-digned.

Second, the Waxman proposal would giminate "need for ingtitutiondization” as an
digibility criterion for receipt of Medicaid-reimbursable DD services for the large
maority of Medicaid-eligible persons with developmenta disahilities (i.e., those
who are entitled to recaeive SSI and AFDC benefits). Unfortunately, the "need for
ingtitutionalization" would remain a test, of digibility for those who are not
categoricaly eigible for Medicad benfits.

Third, it is important to note that the Waxman bill would not link the provison of
community habilitation services directly to resdence in a federdly-defined facility.
Services furnished to an digible person with developmental disabilities could be
provided in any setting. Thus, community habilitation services would represent a
means of removing the oft-criticized "facility-based" bias of federd Medicad policies
and permitting community-based services to be organized under a "supportive
sarvices' congruct, without sacrificing federd financid participation.

The dubious merits of imposing the "need for TRSittfiondization" test on non-
categoricdly digible recipients can be understood by examining the circumstances
that would cause a person to faill Medicaid's categorical meanstest. For example, a
large number of persons (gpproximately 300,000) receive OASDI (Socid Security)
benefits (usually as a dependent, based on the earnings record of a parent), but the
amount of such benefits excludes them from receipt of SSI payments. In many
sates, these persons cannot qualify for Medicaid services solely based on income,
even though their degree of disability is sSimilar to that of SS recipients. The second
critica group are children living @& home who are denied SSI digibility due to
parental income. Again, circumstances unrelated to their degree of disability
impede the extension of Medicaid coverage to these children. From a generd policy
perspective, imposing a secondary test of digibility on individuals with Smilar levels
of disability to SS recipients does not appear to be gppropriate.
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On the other hand, related quality assurance proposals contained in the Waxman legidation
(and discussed in more depth below) would create significant uncertainties for the states. In
addition, there is no doubt that leaving the coverage of community habilitetion serviceson an
optional basis could result in the same degree of spotty availability of such federally-financed
sarvices, state-to-date, that led to the specification of a minimum service array in the
Chafee/Horio legidation.

2.

Quality Assurance

H.R. 5233 poses a smple proposition to states: in return for Medicaid coverage of
community habilitation services, a state must agree to abide by federaly-defined
standards governing the provision of such services. The recent course of federal

administration of Medicaid-reimbursable DD services, however, makes the states
rather wary of this proposed quid pro quo. In addition, the legidation would make
important statutory changes in the oversaght of ICF/MRs.

In many respects, Representative Waxman's proposas have been influenced by
Congressona experience with the Medicaid nursing facility program as well as
federal look-behind surveys of ICFH/MRs. With regard to nursaing facility services, in
recent years enormous problems have emerged in assuring that such services were
of acceptable quality. Congress reacted to those problems by defining more clearly
~ in the Omnibus Budget Reconciliation Act of 1987 — its expectations regardin
the scope and quality of services that must be furnished in Medicaid-certifi
nursing facilities. While the evolution of this legislation was marked by
Congressional consternation with the Secretary's exercise of HHS/HCFA's
regulatory rﬁoons bilities, Congress recognized that, if national standards were to
be more tightly defined, it had no choice but to rely on HCFA to exercise closer
federal oversight of the ddivery of such services. Thus, HCFA's regulatory and
enforcement respong bilities were spelled out in greater detail to prevent the neglect
that Congress believed permitted problems in nursing facility services to reach the
proportions they did (Gettings et a., 1988). The ICF/MR look-behind experience
has suggested to some members of Congress that pardlel problems exigt in the
provison of Medicaid-reimbursed DD long-term care services. Hence, the
Waxman hill proposes the cregtion of a stronger federal oversight role whenever
Medicaid dollars are employed to finance ICF/MR and community habilitation
savices to persons with developmentd disabilities.

The influence of Congressiond experience with the nursng home program is most
readily apparent in the provisons of H.R. 5233 which would ddineate in law the
"conditions of participation” for ICF/MRs (which adso are redesignated as
"habilitation facilities") and empower the Secretary to impose a variety of sanctions
in the event of non-compliance. This proposed step has two results; HCFA's
current ICHMR regulations would be embedded in statute and HHS would have
stronger oversght powers.

While the proposed legidation parales the principa provision Congress adopted in
addressing the perceived problems in nursing facilities, it diverges from the process
that led to the adoption of those provisions. It should be kept in mind that the
nursing home reform provisions of OBRA-87 were proceeded by extensive study of
the key factors needed to promote the ddivery of effective nurang facility services.
With regard to ICF/MRs, no similar study has been undertaken. Rather,

regulations developed by HCFA, without the benefit of substantia research into the
most effective methods of furnishing facility-based habilitation and related services,
would be adopted in gatute. To the extent that the current ICF/MR standards and
their enforcement by federal and state survey agencies are based on questionable
premises regarding the most appropriate and effective methods of ddlivering such

services, the problems posed by these regulations would become a permanent

feature of federa law.
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While it would be foolhardy to suggest that avoiding the statutory enactment of

these regulations would increase the likdlihood that HCFA would promulgate

improved standards in the future (after dl, HCFA's June 3,1988 revised regulations

replaced a fourteen year old set of rules and took six years to promulgate), the

prospect of Congress enacting the present standards and arming HCFA with

gdgﬁ_iﬁgnd enforcement tools could exacerbate the negative ramifications of the look-
ind initiative.

By granting the Secretary the authority to establish regulations governing residential
services furnished under state HCB waiver programs and develop broader-based
regulations spanning dl community habilitation services, the Waxman bill would
edtablish, for the firgt time, a federal presence in regulating community services
provided in settings that heretofore have been regulated solely by the states. Under
the HCB waiver program, for example, a state must assure that certain health and
welfare protections will be provided to waiver recipients, states have broad latitude
in defining the standards necessary to demondtrate that such an assurance will be
met. Apart from the so-called Keys Amendment provisions governing resdencesin
which SSI recipients reside (Section 1616 (€) of the Socid Security Act), al "non-
ingtitutional” community-based services provided under Medicaid-financed HCB
walver programs are regulated by the states.

While these proposed provisions can be viewed as a Smple assertion of a federd
right to certain quarantees that services provided with federal dollars conform to
basic standards, there are at least three troublesome dimensions in this area of the

proposed Waxmen hill:

Firg, the authority that would be granted the Secretary is rdatively
broad. Such authority, in the hands of a hogtile Administration,
could lead to the promulgation of standards aimed less at
promoting quaity services than impeding states from increasing
the clams for federa rembursement. In this respect, there are
potential parallels with the states' experiences under the HCB
wave progam

Second, thereis no reason to believe that regul ations that m| ight be
adopted by HCFA will not parallel, in their basic aims and scope,
the re\/lsed ICFHMR regulations. While such Sandards obvioudy
could not rely on "active treatment” as a framework to construct
federal standards, the tenor of recent regulatory activity clearly has
been to promulgate highly prescriptive standards. The
fundamental issuesin this area involve the degree to which HCFA
might impose: (a) clinical standards on the provison of community
habilitation services; (b) excessive requirements for client oversight
and supervision; and, (c) facility standards that would create
problems in Iocating resdential sarvices in integrated living
arrangements for persons who receive habilitation services.

Third, federa community service standards could result in the
same rapid escalation in the costs of services that has been
experienced in the ICF/MR program. To the extent that this
would occur, state MR/DD budgets would be even more
vulnerable to destabilization — an outcome that could lead State
policymakers to reduce the range and scope of available
community services

At least with respect to community residential service standards, there is no
provision in the Waxman bill that would direct the Secretary to investigate the types
of standards that might prove to be most effective. While the Secretary is
authorized to undertake such research prior to implementing more general
community habilitation service standards, the legidation offers HHSHCFA little
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guidance regarding the expected content or aims of such standards. It is perhaps
instructive to note that the quidance that is contained in the legidation pardlds,
amost exactly, the framework for standard setting proposed under the HHS
Medicaid reform proposa. Aswill be discussed in the next section of this chapter,
this framework has the potential of federalizing quality assurance for community-
based sarvices.

On the whole, then, these dimensions of H.R.5233 are particularly troublesome.
While afedera oversight role isto be expected whenever federa dollars are used to
support services, there is an undeniable danger that the negative side-effects of
federa regulation of ICF/MRSs (i.e., rising service codts, the imposition of arigid
sarvice delivery mode; and federalization of standard setting) will be imported into
community-based services for persons with developmental disabilities. The
potential effects of such federal intrusion lead many states to decide not to cover
optional community habilitation services under their state Medicaid plans; in
addition, the imposition of federa residentia service standards in HCB walver
programs could place states which gperate such programs in a Catch22 situation of
rising service costs within a capped federa funding structure.

Eligibility for Long- Term Care Services

Findly, the legidation would empower the Secretary of HHS to develop criteria
g_overni ng the placement of persons with developmentd disabilitiesin ICF/MRS. In

ie context of current federa law, these criteria aso would govern who may be
served in an HCB waiver program.

Theraionde given by Mr. Waxman for including these provisonsin H.R. 5233isto

assure that only persons who require the intensive array of services provided by an
ICF/MR are admitted to and permitted to remain in such afacility. Sincethe
legidation also would r existing statutory requirements for a utilization review

program and an annual physician recertification of the eligibility of ICF/MR

residents, the contention is that a substitute procedure is necessary to prevent
inapproggg]e OPI acements and unnecessarily prolonged residence in such facilities.
Ashas iscussed earlier, however, the promulgation of stringent Secretarial

criteria governing digibility for ICF/MR services could have substantia

consequences in many sates. A narrowing of digibility for ICH/MR services could:

(? lead to the displacement of many current residents; and, () result in the denia

of eigibility for HCB waiver services of current program participants as well as
persons who might be displaced from ICF/MRs.  Given this type of outcome, a
state would have little choice but to amend its state Medicaid plan to select

community habilitation services. The fundamental dan?er of this provison is that it

might be enacted (as part of the provisions establishing expanded statutory
requirements governing ICF/MR services) but the other, potentidly more
beneficid provisions of the bill (including authorization for coverage of community
habilitation services) may fal by the wayside due to their potentia fiscal impact.

The overarching problem with granting the Secretary unfettered authority to
egtablish ICF/MR digihbility criteria is that an Adminigtration bent on containin
federal outlays could promulgate stringent criteria in order to reduce feder
outlays. While undoubtedly such an effort would be greeted by protests from
affected gates and ultimately might prompt corrective Congressiond action, the end
result till might be a narrowing of the number of persons diigible to receive
Medicad-reimbursable long term care DD services.

Beyond the dan%ers posed by placing this authority in the hands of a hogtile
Adminigtration, the proposal brings to the fore the full array of issues associated
with existing federa policies in this area. Again, tying digibility for specidized
Medicaid-reimbursable DD services to digibility for the mogt restrictive type of
service setting fundamentally skews the organization and ddlivery of idized DD
services. The problems associated with the "need for ingtitutionalization” test
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become more pronounced to the extent that a more stringent test of digibility for
admission to, and continued staysin, an ICF/MR is applied.

Sumnary

Given Representative Waxman's position as chair of the House subcommittee which
exercises legidative jurisdiction over the Medicaid program, the directions set forth
in H.R. 5233 cannot be regarded lightly. This bill was drafted in response to his
criticisms of the Chafee/Florio legidation and Of)rovideﬁ important clues to the
parameters he and other House members would impose on legidation affecting
current Medicaid policies.

The Waxman bill adopts an approach to Medicaid reform that is significantly
different than the one proposed in S. 1673/H.R. 3454. Rather than Unking reform to
an atempt to assure that dl states provide aminimum array of servicesto digible
persons, H.R. 5233 would permit ates to eect or not eect to include the cover%e
of community-based services under their Medicaid plans. The proposed role of the
federal government in overseeing both ICF/MR and community-based services
provides an important signal of the seriousness Congress attaches to assuring that
Medicaid-reimbursable services meet minimum standards.

Aswith the Chafee/Florio legidation, it seems clear that the Waxman bill would
address key issues related to current federal Medicaid policies affecting persons
with developmental disabilities. At the same time, other elements of the bill are
troublesome and may accentuate existing problems.

The prospects that this legidation (or amodified version) might be adopted by 101t
Congress are far from clear. The fiscal impact of the proposed optional community
habititation services coverage may be less threatening than the array of services that
would be mandated and permitted under S. 1673/H.R. 3454, but till could affect
the prospects of Congressional adoption of H.R. 5233. In the present fiscal
environment, the concurrence of the Senate and the White House in any appraisal
of fiscal impact will be important; whether such concurrencein fisca impact of H.R.
5233 could be obtained is impossible to predict.

C. THE APSE/HHS Proposal

While not surviving the Reagan Adminigtration's review of proposds for incluson in the
President'sfinal, FY 1990 budget request to Congress, alegidative reform plan fashioned by
a special working group, established by the Secretary of Health and Human Services to
address current problems in Medicaid policies affecting persons with developmental
disabilities, deserves discussion. Firgt, this proposal furnishes clues as to how HHS officias
view key policy issues and how they might be resolved. Second, the gpproach adopted by the
working group, operating under the auspices of the Assistant Secretary for Planning and
Evauation (ASPE), serves as a counterpoint to attempts to reform Medicaid policies by
proposing inst to extract long-term care services for persons with developmental
disabilities from Title X1X and give them their own specid nichein federd statute. [N.B., see

Appendix C for amore complete discussion of the evolution of this proposa and its principd
provisons]

It also must be noted that, despite the considerable amount of time it took the ASPE/HHS
work grou[) to develop even a genera prOEOSd, it isliterally impossible to evaluate the
resulting plan with any precision because the proposa represents general concepts rather
than precise legidlative provisions. Nonetheless, the salient points of the ASPE/HHS
proposd are asfollows:

. Medicaid funding for existing specialized DD services (ICF/MR and HCB

waiver services) would be terminated. In addition, the use of Medicaid
dollars to support daytime services, personal care, and nursing facility
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sarvices furnished on behalf of persons with developmental disabilities
would be terminated.

The dollars currently budgeted for the foregoing programs would be
transferred to aformula-based grant-in-aid program that would be entirely
separate from the Medicaid program. States would be held-harmless with
respect to their present levels of federal assstance for these services,
furthermore, al states would receive increases in their federal grant
dlocation based on changesin inflation and population during subsequent
years. States which presently utilize Medicaid financing at arate less then
national norms aso would receive additional payments designed to help
equalize the distribution of federal support for long-term care services
among the states.

The total dollars flowing to all states would be regulated to achieve a
budget neutral outcome - i.e., the limitation on total spending would be
structured to support approximately the historical rate of increase in
ICF/MR and HCB spending. States which utilize Medicaid financing at a
rate greater than the nationa average would experience a decline in the
rate of growth of federa assistance. Under this proposal, any dollars
remaining after the award of base alocations to all states, adjusted each
year for changes in inflation and population, would be utilized to equalize
federal payments among the states on a per capita basis. In particular,
these dollars would be distributed to states that presently utilize Medicaid

funding to support MR/DD services at a rate below less than the national
averagefor dl dates.

States would be required to provide a minimum array of servicesto persons
who are severely to profoundly disabled. This minimum array would
include case management, respite care, residential, and
"devel opmenta /vocationd™ services.

States would be required to provide servicesto al severdly and profoundly
retarded persons as well as persons with comparable levels of disability asa
result of related conditions. HHSYASPE edtimates that 450,000 persons
(270,000 adults and 180,000 children) nationwide would beincluded in this
entitled target population. In addition, states could, &t their option, cover
other persons with mental retardation and related conditions and/or add
services to the required minimum array. The federa government, however,
\évlould_ not share in the costs of services beyond the state's fixed grant
ocation.

Eligibility for services would not be means-tested. The proposal O}orovida
however, for recipient/family participation in meeting the costs of services
to an unspecified extent.

The proposa permits federal grants-in-aid to be administered by the state
MR/DD agency. At the same time, however, there are indications that the

HHS/ASPE proposal would specify that services must be vendorized
through other public and private provider agencies.

The HHS/ASPE plan cadlsfor replacing existing federa regulations with a
et of "federd core standards." While the expressed intent of the proposal
is to have such standards serve as broad benchmarks for state quality
asaurance efforts, the proposa dso includes provision for federal oversight
activities that would be akin to HCFA "look-behind" reviews of ICF/MRs.
In this area, the proposa contains the seeds of a more intrusive federd role
in quality assurance, at least in community-based services.
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While this proposa has been under development for well over a year, it has been widely
discounted in Washington. One point of view isthat it is merely a more sophisticated verson
of the Reagan Adminigtration's long-standing policy objective of capping the Medicaid
program. Since the proposal would prevent further acceleration in federal payments for
speciadized DD services, it dso is viewed as hon-responsive to the demands of the disability
community for broader access to Medicad-financed services.

Nonethd ess, the HHS/ASPE plan is worth examining because many of its provisonsdo, in
fact, address root causes of the current dilemmeas surrounding Medicaid financing of services
for persons with developmenta disabilities. In particular:

The proposa to diminate an economic meanstests as abasis of digibility
would establish a closer alignment between current state practices and
federa policies. Basing digibility solely on the nature and extent of an
individua's disability is potertially a sounder approach than the present
"need for inditutiondization” test.

States would be granted considerable flexibility in determining which
services are needed and should be provided. For example, vocational
sewic&ts could be furnished without sacrificing access to federal financia
support.

The proposed termination of the ICF/MR program would remove the
substantial influence this program, with its "active treatment" service
paradigm has had on qualifying services for federal Medicaid financing.
Removing "active treatment” as the defining characteristic of MR/DD
sarvicesthat qudify for federd funding might offer States an opportunity to
dampen the rapid rise in service costs by permitting the wider use of
"supportive sarvices' modes.

Permitting the state MR/DD agency to administer federal funds would
solve the problems associated with the present bifurcation of system
management under the Medicaid program in many dates.

The proposa would permit states to give loca communities a broader role
in planning and managing MR/DD services than generally can be
accomplished via present Medicaid funding arrangements.

On the other side of the coin are the following considerations.

Even under the "budget neutral” gpproach proposed by ASPE/HHS, it isby
no means clear that the flexibility granted the states to employ federa

dollars to support a wide range of services will permit them to achieve
aufficient efficiencies to offset the additiona costs of entitling 275,000 more
people to sarvices. The proposa is based on the unverified assumption that
the combination of gregter efficiency in service delivery and existing state
DD and specid education programs will permit the current federd dollars
which support 175,000 persons with developmenta disabilities to be

repackaged to support the 450,000 persons who would be entitled to
services under this proposal.

It must be kept in mind that achieving greeter efficiency in service provision

would require substantial reconfiguration of services;, in most states, such
reconfigurations could only be accomplished over an extended period of
time. Thus, even under the most optimistic set of assumptions, it is unclear
when most states could be expected to reap the benefits of improved
service ddivery. Undoubtedly, the impact of such an entitlement would
vary substantially from state-to-state. States with broad-based service
delivery systems would experience considerably less impact from this
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proposed entitlement than states that presently face long-waiting lists for
[avices

While the grant dlocation methodology outlined in the HHS/APSE plan
acknowledges that some specid alowances need to be made for sateswith
lower than average rates of Medicaid utilization, the methodology falls far
short of assuring parity. States with low initia alocations could only expect
to approach parity over an extended period of time. Thus, states that today
receive reatively low levels of Medicaid assstance would face the same
requirements as states which have higher levels of federa financia

participation in MR/DD services. Since the proposal contains no "phase-
In" provisions linked to changes in federal dlocations, federa funding and
federa requirements would be maldigned.

In addition, the proposed formula for measuring "need for additional"
assistance is imperfect at best. The methodology uses a single measure
(per capita Medicaid spending for specidized DD services) to determine
need. No single measure, however, is likely to equitably represent the
"need for additiona assstance."

The proposal does not address a critical question: if funding is placed on a
formula grant basis, what safeguards will be provided that the formula
would not be adjusted in future years to reduce grant supports to states?
Today, Medicaid financing is protected from Gramm-RudmartHollings
budget reductions. Would this new grant be smilarly protected and would
grants to states truly be placed on an entitlement basis? In the absence of
proper safeguards, future funding could follow the same course as federd

funding of P.L. 94-142: adiminishing proportion of federd assstance over
time with no diminution in the requirements ,and related funding

obligations imposed on states and local jurisdictions. Sociad servicesaid to
the states under Title XX of the Socia Security Act is another example of
the vulnerability of federal entitlements. Although the program was

originaly established as a secure bass of federa assistance to states in

meeting the socia services needs of vulnerable citizens, the authorization
level for the program was sharply reduced in FY 1981 and never fully

restored to its pre-1981 levd; furthermore, Title XX aid has remained dtatic
over the past five fiscal years, while the costs of delivering such services
have continued to increase.

The "quality assurance" mechanisms in the HHS/APSE plan also are
troublesome. While they are portrayed as a simplified set of federa
requirements, in point of fact the areas that would be covered are very

While the Education of All Handicapped Children's Act of 1975 (P.L. 94-142) is
generaly credited with having a magjor impact on assuring youngsters with
disabilities access to a free, appropriate public education, the primary effects of the
legidation can be traced to provisons mandating state/local practices, rather than
the inducement of additional federal aid. Indeed, the law specifies that in FY 1982
and theresfter, the federal government is to cover forty (40) percent of the cost of
providing special education services to such children. In reality, however, federa
aid to the states under P.L. 94-142 has never exceeded eeven (11) percent of the
total cost of specid education services to children with handicapping conditions.
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broad and would appear to create an opportunity for the promulgation of
proscriptive federal standards. The fact that the proposad includes
provison for oversight activities akin to federd "look-benind" surveysis
equdly problematic. While the posshility of permitting states to choose
"deemed status' by a third-party accreditation body, as a substitute for the
proposed qudity assurance mechanisms, is mertioned in the proposd, it
seems clear that the intent behind it is to establish a strong federa rolein
standard setting and program monitoring. This theme does not square well
with the objective of giving states greater flexibility. The fact that federal
funds would be capped creates an enormous potentid liability for the states
should the cogts of services increase significantly as the result of federd
regulatory actions or should the standards themsdalves prove to be a maor
source of inefficiency in the ddivery of services

The foregoing considerations represent the major potential problems with the
Adminigtration’s proposal.

For avariety of reasons, the proposd is schizophrenic, even though, in many waysit is based
on a sound appraisal of many of the problems associated with Medicaid financing of
MR/DD long-term care services. On the one hand, it is clearly aimed at placing federa
outlays for persons with developmental disabilities on a more predictable course, at least
from the perspective of the federal government. In addition, there is validity to the
proposition that it may not be possible to work out all of the problems currently associated
with Medicaid financing of MR/DD services within the context of the Medicaid program.
The proposal dso gives credence to the notion that decision-making regarding services and
programs ought to be decentrdized to the state and sub-date leve.

On the other hand, in a number of ways the ASPE/HHS proposal would broaden federa
involvement in regulating MR/DD services. Yet, taken in conjunction with the proposed
funding mechanism, states would be faced with unpredictable fisca liahilities as a result of
expanded federal oversight, coupled with a statutory mandate to serve a broad target
population with a fixed amount of federd financia assistance. Additiondly, it is unclear how
much flexibility the states would have once they extended federally-financed services to the
entitled target population. For many states, there is a considerable likelihood that little
money would be left over once the minimum service array were furnished to the entitled
service population. The net effect would be to leave mildly or moderately disabled adults

}Nhohhave sgnificant ongoing needs for developmenta training and support services in the
urch.

Despite the potential problems with the HHSAPSE plan, it is worth keeping in mind that
the proposal reveds that there is a substantid level of dissatisfaction with current policies
among federa officials. While obvioudly intended to avoid any further, unpredictable
increases in Medicaid spending for persons with developmental disabilities, the proposal dso
represents a radical departure from conventional efforts to change Title XIX. Despite the
excluson of the HHSASPE plan from President Reagan's FY 1990 budget proposds,
Departmenta officials report that further dialogue on the proposal is expected with

incoming representatives of the Bush Administration. Thus, the plan itsdlf, while it may be
dormant, it is not necessarily deed.

Core requirements would be defined for: (1) client rights and protections; (2) case
management services, (3) the use of federdly-specified functional assessment
instruments, (4? individua program plans; (5) a "uniform performance accounting
sysem"; (6) "clearly delineated responsibilities of providers serving the individud™;
(7) program monitoring; and, (8) minimum hedlth, safety, and sanitation rules,
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D. Reforming the Waiver Program

One immediate and direct means of reforming Medicaid would be to correct key problems
surrounding the administration and operation of the HCB waiver program. The fact that
walver programs are in operation in 39 states and soon may be initiated in severa other
dtates substantiates that the HCB waiver program is an extremely attractive option for states
in accessing federd funding on behaf of persons with developmental disabilities. If waiver
programs work, then it would appear to make sense to build on an apparently satisfactory
gpproach to furnishing federaly-assisted DD long term care services. Recommendationsfor
solidifying the waiver program have ranged from making the HCB waiver authority an
optiond state plan service to sgnificantly rewriting basic HCB waiver statutes.

In considering this type of strategy, it is useful to point out the basic problems that states
have encountered in operating HCB waiver programs. These problems can be summarized
asfollows

The cap on the number of persons a state can serve in specidized DD long-
term care programs when it opts for awaiver program significantly limitsa
state's capacity to address current and future unmet needs among the target
population for such services. HCFA's administrative policies and practices
are focused on keeping utilization/expenditure caps as low as possible and

establishing rigorous conditions for a state to meet if it wishes to
demonstrate the need for higher utilization and expenditure caps. States
that have attempted to gain approval for a higher cap have generadly come
away from the HCFA negotiation process with less than they originaly

sought (if anything at al). By and large, the waiver program would be
more satisfactory to the states and consumer interest groupsiif there werea
reliable means of assuring a reasonable rate of long-term growth in the
number of DD recipients of waiver services aswell asthe totd federal-dae
cogt of sarving them.

The second problem is closdly linked to the first. As presently administered
by HCFA, the waiver program does not permit gates to utilize al the
savings attributable to reduced utilization of ICF/MR services. In fact, a
highly cogt effective waiver program yields a reduction in total FFP over
time. This problem creates disncentives for states usng HCB waiver
programs to promote lower-cog, in-home and family support services.

The third major problem has been HCFA's administration of the HCB
waiver program. The questionabl e tactics used to hold down state waiver
spending and the genera level of federal intrusion into the details of
program operations make it difficult for states and other vendor agenciesto
operate walver programs.

At leadt in the short-run, solutions to the problems outlined above would resolve asignificant
number of issues.

As noted earlier, one proposed solution has been to establish HCB services asaregular state
Medicaid plan option. If this step were taken, states would have considerably more latitude
to expand home and community-based services and dso avoid the highly frustrating periodic
renewal process. Indeed, a bill to accomplish this purpose was introduced by Senator Bill
Bradley (D-NJ) and Repreeentatlve Ron Wyden (D-OR) in 1985. The mgor problem with
making home and community-based services a state plan option & that it could have an
enormous impact on federa Medicaid spending. Even if the plan option were limited to
home and community-based DD services, the potential fiscal impacts would paralel those
that might be expected to occur should community habilitation services be authorized as a
gate plan option, as proposed in Representative Waxman's bill. Unless this option were
restricted solely to HCB waivers serving persons with developmentd disabilities, the overal
impact of this dternative could be very large. It must be kept in mind that the present HCB
waiver authority is generic in nature and that many states operate HCB waiver programs
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which serve elderly individuas as well as persons with physical handicaps. In addition, even
if the HCB waiver program were restructured as an optiona state plan coverage, tates il
would be required to demongtrate that persons receiving such service otherwise would need
inditutional services, the continuation of this linkage to indtitutional services would be
unsatisfactory for the reasons cited earlier in this report. However, despite the undesirability
of continued use of this criterion, it would not necessarily |mpede sates from running up
utilization rates in the short run.

It is likely that pursuing a strategy of converting HCB services to an optional state plan
service ultimately would entail some type of limitation on the eigibility or the scope of
covered servicesin order to contain the potentia fiscal impact of such legidation. One such
limitation might involve redtricting digibility for services in some fashion that yields an
acceptable rate of growth in federa outlays. In the absence of such atest or some other
means of containing the potential dollar impact, the prospects of enacting such legidation
would appear to be no better (or worse) than proposals such as Representative Waxman's

bill, which can be viewed as essentialy an attempt to permit states to convert their HCB
walver programsto state plan satus.

It dso must be kept in mind that converting the HCB waiver program to an optiona state
plan coverage would not necessarily solve severd key problems that have emerged around
HCFA's administration of the program. The Bradley/Wyden legidation, for example, would
have maintained the requirement that HCB services be "codt effective’ and also cont| nued
the practice of having stetes gain Secretarid approval of proposed wavier programs.; While
an optiond state plan coverageis, in many ways, superior to a"'waiver" mechaniam, it |sby no
means certain that many of the problems currently encountered in securing HCFA's
approva would dlsa%opear under such an arrangement. Indeed, it seems quite possible that
HCFA would intensfy its scrutiny of state waiver requests.

Another potential solution would be to authorize a new waiver authority aong the lines of
Section 1915(d) of the Socia Security Act, which Congress added in 1987 to give states an
additiona means of providing home and community-based services to elderly persons.

Appendix D contains a description of this authority and anayzes some of its implications for
state MR/DD programs. The Section 1915(d) HCB waiver authority, in essence, uses an

indexed cap on tota long-term care expenditures (institutional and waiver) but permits a
gate to serve as many individuals asit desires within the limitations of such a spending cap.
All savings in ingtitutiona expenditures may be recycled to expand home and community-
based programs. The fisca viability of this option depends on: (a) the index rate used; and,

(b) the extent to which a state actually believes that ingtitutional cost savings can be achieved.
However, there is no doubt that the Section 1915(d) formulais vastly superior to the one
presently employed by HCFA to regulate spending and participation in HCB waiver

programs serving persons with developmental disabilities. While an earlier draft of
Representative Waxman's H.R. 5233 contained provisons which would have extended the
Section 1915(d) option to MR/DD HCB waiver services (including providing for a minimum
indexed rate of growth in federa payments of 11.5 percent), the bill as introduced did not

include those provisions.

While provisons smilar to Section 1915(d) would, in essence, be budget neutral and, hence,
should raise few objections from a federd budgetary perspectlve and might be Ieglslatlvely
viable, the issue of HCFA's adminigtrative policies and practices remains. Under the terms
of Section 1915(d), the provison of home and community-based services to persons with
developmental disabilities would still require Secretaria approva of a state's waiver request
aswdl as periodic renewals of such requests. The major change is that "cost effectiveness,”

as currently requlated by HCFA, would become moot. Thus, while major problem areas for
the states- the cap on the number of persons who may receive HCB waiver services and the
difficulties in reprogramming ingditutiona cost savings — would be removed through the
cregtion of an authority smilar to Section 1915(d), many of the problems associated with

HCFA's administrative policies and practices would gtill remain under a Section 1915(d)-like
waiver authority.
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While statutory provisions authorizing waiver services can be amended to address at |east
some of the problems raised by HCFA's administrative policies and practices (indeed, this
has occurred on numerous occasions in the past as a reaction to federd actions that were
viewed as particularly threatening to the states), it must be recognized that so long as the
approva of awaiver remains a matter of Secretarial discretion, a hostile administration can
create interminabl e roadblocks to accessing federal funds. Thus, a"waiver reform” strategy
can be developed that addresses some but not dl of the problems states may experience in
deding with HCFA.

One must aso recognize that areform strategy focussng solely on the HCB waiver program
would leave unresolved mang of the other key issues regardi n%gl)edlcaud policies. In a
waiver context, for example, the "need for ingtitutionalization” probably would remain akey
test of digibility. In addition, current problems surrounding the ICF/MR program would
not be directly affected by such a strategy. Perhaps most serioudly, focusing on waiver
reform requires states to accept acap on federa Title X1X assistance. Some statesarein a
better position than others to accept such a cap. However, consumer and provider interest
groups can be expected to react negatively to any strategy that focuses on the HCB waiver
program as a vehicle for Medicaid reform; they will argue that waiver reform might be
regarded by Congress as a panaceafor al problems and, hence, blunt efforts by such groups
to achieve a broader base of support for Medicaid funding of community-based services on
behdf of personswith severe disabilities.

In previous years, New Y ork State has proposed an approach roughly similar to the financing
features of the Section 1915(d) waiver authority but has been unable to enlist sufficient
support to have a bill to accomplish these ends introduced in Congress. [N.B, Morerecently,
New York has received HCFA's support for a two-year, demondtration project aimed at
defining how this type of gpproach might be employed on alimited basisin the state]

It isimportant to point out, however, tha two key ingredientsin New Y ork's proi)osais have
been to: (a) allow the states greater flexibility in defining Medicaid reimbursable services;
and (b) secure some measure of regulatory relief from ICF/MR standards. Congressiona

discussions regarding the possibility of an authority similar to Section 1915(d) for persons
with devel %pmental disabilities have not contemplated the degree of flexibility that New
York officials view has as essentid to the acceptance by a gate of alimitation on the rate at

which Medicaid spending expands.
E. Incrementalism

Some may argue that the only sensble Medicaid reform strategy — particularly given the
difficulty in securing adoption of measures aimed a program expansion in the context of the
current, hostile budgetary environment — isto pursue limited, incremental changes. Clearly,
the experience of the past seveneight years suggests that this approach may be the least
satisfying, but the most pragmatic method of changing Medicaid policies. The incrementaist
approach is based on proposing only limited changes that will set the stage for additiona
follow-up actions; under this approach, federa policies change, but the process occurs over
an extended period of time. The authority to claim Medicaid reimbursement for supported
employment service on behalf of waiver recipients provides a practica illustretion of this
approach. In 1986, such services were extended to former institutional residents who were
participating in HCB waiver programs. Next year, Congress may permit such servicesto be
made available to al HCB waiver recipients. [N.B, Such a provison is included in Mr.

Waxman's bill (H.R. 5233).]

While incrementalism may fit the tenor of the times better than proposing a sweeping
restructuring of Medicaid policies as they affect persons with developmentd disabilities,
incrementalism will not alield_ satisfactory solutions to a number of major problems
associated with Medicaid policies in the near-term. In addition, some issues are o
overarching that an incrementdist gpproach is smply infeasible. One example liesin federd
regulation of ICF/MR sarvices. Short of a significant reconceptudization of the ICF/MR
program, it is difficult to conceive of an incrementalist strategy that would reduce the current
pressure to enhance ICF/MR services and thus raise state and federa program costs.
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While incrementalism can be employed to achieve targeted change in federa policies, it has
its limits. At the same time, it isimportant to recognize the necessity of continuing to pursue
incremental changes as a means of mitigating some of the near-term negative consequences
of exiging federd policies.

F. Summary

While the Chafee/Florio legidation obvioudy represents the most widely recognized effort
to secure sweeping reforms in exigting federal Medicaid policies affecting persons with
developmental disabilities, other strategies have emerged or are being developed. Each of
these various strategies have desirable features, but none offerstotally satisfactory solutions
to al the perceived limitations of current federal Medicaid policies as their impact on
persons with developmental disabilities. It seems clear that the potentia success or failure of
any dtrategy is inextricably tied to the federal deficit problem. Budget neutral proposals or
proposas having relatively minor budgetary impacts are more likely to be enacted than
proposals that would increase federal spending sgnificantly. Proposals with limited
budoetary impacts, however, involve trade-offsin the areas of service coverage and eigibility
standards that may prove unacceptable to key congtituencies in the field of developmental

disabilities. This Is the underlying dilemma facing al parties interested in restructuring
exiging Medicaid policies.

While the legidative consequences of the recently heightened interest in reforming federa

Medicaid policies are unclear at present, it is important to note that the interest of both
Congress and some federal officials have been engaged. Thus, there are at least indications
that the stage has been set for legidative action of sometype.
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V. CRITICAL MEDICAID REFORM ISSUES

In the preceding chapters of this report, we have described the growing influence of
Medicad financing on the organization and delivery of specidized long term care servicesto
persons with developmenta disabilities. At the same time, we have pointed out severd
fundamenta changes in the philosophical constructs that undergird the provision of such
sarvices, aswell as the ways in which these semind shiftsin program philosophy haveled to
increasing pressure for basic changes in federad Medicaid policies affecting the ddlivery of
long term care services to persons with developmentd disabilities.

Now that we have reviewed the principal provisions of existing proposals to restructure
applicable federal laws (see Chapter 1V), it is important to identify the most critical

dimensions of federad Medicaid policies that need to be addressed in formulating a holistic
legidative proposdl. It dso is |mportant to understand the difficult choices faced by the
architects of such proposals as they attempt to balance their reform objectives with the
redlities of the political process. The purpose of this chapter, therefore, is to pinpoint the
most significant challenges to designing a piece of Medicad reform legidation that is both

politically feasble and capable of resolving the principa inequities of existing policy.

A. Eligibility For Medicaid Services

The area of digibility condtitutes one of the most complex, yet critical aspects of Medicaid
policies affecting persons with developmenta disabilities. Widening or narrowing the target
population of persons digible to receive Medicaid-financed services can be expected to have
a substantial impact on not only the costs of ddlivering services, but aso on the politica
feasbility of proposed legidation. Y, if the parameters of digibility are defined too drictly,
one of the principa gods of reform legidation -- i.e., to make appropriate habilitation and
support services available on amore equitable basis to disabled Americans who require such
services— could be serioudy undermined.

1 Current Policies

Present federdl and state policies governing eigibility determine the extent to which
persons with developmental disabilities may access the services a state makes
available to al Medicaid recipients as well as the specidized developmenta

disabilities services authorized under the state's Title X1X plan. The degree of

access, coupled with the types of services a state chooses to furnish under its state
plan, determine the relative role the Medicaid program plays in meseting the codts of
state-supported services to persons with developmentad disabilities.

Under current Title XIX law, a state offering Medicaid-reimbursable long-term
care services to persons with developmentd disabilities (via either the ICF/MR or
the HCB waiver program) must structure its eigibility policies under the umbrella
of the following three federdly-defined parameters:

Disability. In order to be eligible for ICF/MR or HCB waiver
sarvices, anindividual must be either mentally retarded or have a
condition closely related to menta retardation.

Need for Institutionalization. It must be demonstrated that a
person needs the regimen of services furnished in an ICF/MR-
cetified facility (i.e., the provision of "continuous', "aggressve"
active treatment services, coupled with constant oversight and
supervision). Thistest applies to recipients of ICF/MR services as
well as participants in community-based services financed through
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aMedicad HCB waiver (dthough the "active trestment” standard
per seisnot gpplicable to waiver programs).

Income. An individual must meet the income/resource tests
adopted by a state to regulate which low-income persons are
dlowed to use Medicaid-assisted acute and chronic care services.

As discussed in Chapter 1I, a state may tallor its eIigibiIitP/ criteria governing
Medicaid-reimbursable long-term services to meet a variety of objectives. Current
Medicaid law grants states numerous (but highly complex) choices concerning the
type of persons who are tregted as digible to receive Medicad-reimbursable long
term care services, as long as sate policies comport with basic federd statutory an
regulatory requirements.

Unresolved | ssues

In this area of policy, asin the area of service coverages (see below), exiging laws
create problems due to the so-cdled "indtitutiona bias' of the Medicaid program.
Access to specidized servicesis regulated by the "need for indtitutionalization” tet,
a determination that is out-of -step with key values which undergird contemporary
DD service ddivery practices. Consequently, debate centers on potential substitutes
for (or complements to) this digibility test. For a host of reasons, the ingtitutional
needs test has redtricted participation in Medicaid-reimbursable DD long-term care
sarvicesto approximately 175,000 persons out of an estimated 1.1 million individuals
who are developmentally disabled and meet other federa tests regarding the
severity of their handicapping conditions. This extremely large gap between the
actud and potentid number of Medicad recipients with developmenta disabilities
means that changing this test could have an enormous impact on both state and
federa Medicaid expenditures.

States increasingly are reluctant to undertake any broad-based expansion of
ICF/MR services due to the high cost of such services as well as the field's
increasing reservations about the appropriateness of ICF/MR services for the large
majority of persons with developmenta disabilities. At present, only the HCB

walver program offers a sate the opportunity to employ Medicaid dollars to finance
more cost-effective services thet are better synchronized with contemporary views
regarding the most appropriate service moddlities. Present HCFA administrative
policies, however, cap participation in such programs according to a state's current
and projected ICF/MR bed capacity. With three-quarters of the states operating

HCB waiver programs, closing the gep between actua and potentia beneficiariesis
effectively symied. Most observers believe that a subgtitute for, or complement to,

the "need for inditutionalization" test is needed to alow the gates to enhance the
rate of participation in Medicaid-reimbursable DD long-term care services.

Other issues in this area include: (@) the degree to which all states should be
required to extend digibility to a minimum target population of individuals with
developmenta disabilities and, hence, create a minimum floor of access to services,
nationwide; (b) the extent to which persons who do not meet the current disability
test but have savere handicapping conditions should be digible to receive Medicaid-
rembursable services, and, (c) the most appropriate methods of promoting equal

acoess to Medicaid-funded long-term care services, regardiess of a person's living
arrangement, in order to counter the oft-cited criticism of federal Medicaid law that
existing eigibility criteria create incentives to serve persons in ingtitutional settings
rather than in their own homes.

With respect to the definition of the digible target population, the primary Medicaid
reform issue is whether federal policies ought to be changed to require all states to
cover a uniform service population and, if so, how that service population ought to
be delineated. Should, for example, federa law authorize coverage - either on a
mandatory or optiond basis - for populatiions other than persons with
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developmental disabilities (e.g., individuals with traumatic brain injuries or chronic
mental illness)? . >

Furthermore, while Section 1619(a) and (b) of the Act removes the employment
disincentive inherent in previous policies, an employed individual with chronic
disabilities still loses Medicaid and SSI benefits once his or her earnings reach
defined thresholds. Despite the significant advantages afforded by the 1986
legislation, the linkage between SSI and Medicaid eligibility still poses a conflict
between obtaining and retaining federal cash assistance on the one hand and
achieving economic self-sufficiency through employment on the other.

Proposed Solutions

The possible approaches to revising the federal basis of eligibility for specialized
Medicaid-reimbursable long-term care services might be summarized as follows:

a For non-institutional community-based services, remove the "need for
institutionalization" test and place access to such services for persons with
severe handicaps on an equal footing with eligibility for institutional
services. This approach was adopted in drafting the Chafee/Florio bill. In
lieu of the "need for institutionalization" test, eligibility for family and
community-based support services authorized under this bill would be
based on whether a person qualifies as severely handicapped under current
SSI disability criteria. Such criteriawould displace both Medicaid's existing
disability test as well as the "need for institutionalization" test as the
standard for determining whether a person qualifies for the federally -
reimbursable non-institutional services specified in the legislation. A
practical outgrowth of the Chafee/Florio legislation is that all states would
be required to adopt this eligibility standard for both the legislation's
mandatory service array as well as any of the twenty other optional services
a state may elect to cover. In addition, by gradually increasing the age of
onset of disability, eligibility for such services would be expanded to include
alarger population of persons with severe disabilities who do not fit the
current federal definition of developmental disabilities.

With regard to income and resources, the Chafee/Florio bill would
mandate that states apply exactly the same test of federal eligibility for
community-based services as is applied for institutional services. In
addition, states would be granted the discrete option of covering children
with severe disabilities who are living at home, by waiving the deeming of
parental income and resources.

Advantages. Tying coverage of Medicaid -reimbursable

services to the existing SSI disability criteriawould give
persons with severe handicaps much broader access to family
and community support services. Eligible persons would include
those who are generally regarded as needing long-term
services and supports (i.e., persons whose degree of disability
indicates the need for life-long ™ supportive services and
assistance due to impairments that make self-support unlikely).
Decoupling eligibility for family and community services from
the "need for institutionalization" would allow states to increase
the number of persons who receive Medicaid-reimbursable
benefits, by breaking the tie between receipt of such services
and the individual's need for a facility-based program. There is
little doubt that linking eligibility to the need for increasingly
expensive ICF/MR services has resulted in a relatively small
percentage of individuals who might benefit from the
provision of community-based services

-66-



actually participating in Medicaid supported DD long-
term care services. By detaching eligibility from the
individual's need for a particular type of specialized
service (i.e., admission to an ICF/MR), the legidation
would permit the provision of services to be better
tailored to the person's circumstances and needs. For
ICE/MR sarvices, current policies would remain in place
and, hence, this change would not affect the digibility of
current or potentid residents of such facilities.

Decoupling eligibility from the "need for
ingtitutionalization” test also would negate the most
critical shortcoming of the HCB waiver program —i.e,
the stringent federal restrictions on the number of
program participants, which are an outgrowth of the
Adminigtration's god of restraining waiver spending. In
addition, many observers would argue that the principal
national aim in this area of policy should be to assure that
at least a "core" group of smilarly situated individuas
have access to essentid services, regardless of the statein
which they live. The Chafee/Florio bill would represent a
major step toward achieving that goal, since al states
would be required to furnish the mandated array of
community and family support services to recipients with
devdopmenta disabilities, initidly and, eventudly to a
much wider population of non-elderly persons with severe
chronic disabilities.

Access to family and community-support services also
would be enhanced by the requirement that the same
financia criteria be used in determining digibility for
inditutional and community-based services. A state would
continue to have the choice of extending igibility to other
groups, by selecting additional Medicaid financial
eigibility options. The legidation aso would permit a
date to target family and community support services to
children livi r]?_ at home, hence providing a state with
greater flexibility in meeting the needs of such persons
(and, potentidly, reducing the demand for more expensive
modaities of long term care services).

Findly, the proposed expansion of digibility beyond the

traditiona developmentd disabilities population may be a

means of addressng other defects in federd policies that

substantially limit access to appropriate support services

Iba\t/ persiofns who become mentdly or physicaly impaired
erinlife

Disadvantages. Extending digibility to al persons who
meet the disability criteria - dong with the Chafee/Horio
bill's mandate that such individuals be entitled to receive a
core set of services ~ could have enormous fisca
consequences for both the states and the federal
government. This change would substantidly increase
participation in specialized Medicaid-reimbursable
services by mandating that states close the gap between
the current number of program participants and the
number of persons potentidly digible for Title XIX
reimbursable services. To some degree, this gap would be
closed merely by quaifying for Medicaid rembursement
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existing DD community services that are currentlly
financed with state dollars. Mot states, however, would
face the prospect of substantialy increasing the overal
scope of the servicesthey presently furnish to personswith
severe disabilities. Consequently, both federd and state
gpending could be expected to rise dramatically.

While states at present can regulate program participation
(particularly under the HCB waiver program) and, thus,
program expenditures, doing so under the Chafee/Florio
bill would be more difficult, given the legidation's
mandatory digihility provisions and the minimum service
array. Hence, the legidation could pose a substantial
threat of budgetary stability in many states. Problems
amilar to those states have encountered in regulating
Medicaid expenditures for acute care health services could
aisein sate MR/DD programs.

Findly, authorizing family and community-based services
for individuals who presently are not digible to receive
services furnished by state MR/DD agencies could have
far-reaching consequences for the overal scope and
range of services furnished in most states. The
fiscal consequences of this change are impossible to
estimate, but there is little doubt that the potentia cost
would be enormous.

Retain the traditional approach of targeting Medicaid reimbursable
services to persons a state finds eligible for optional Medicaid benefits.
Bascdly, this is the approach proposed by Representative Waxman in
H.R.5233. Mr. Waxman's bill retains the conventional, mainstream
approach to expanding Medicaid digibility — i.e., it would alow states the
latitude to define specific digibility criteria under the genera umbrella of
Medicad law. This latitude would roughly parald the authority enjoyed by
the states under current law. Persons receiving public assistance (i.e., SSI
or AFDC benefits) would have to be covered (asin the case of any oFtlonai
state plan service) should the state dect to furnish community habilitation
services. States could broaden coverage — at their option — to other
income groups. If a state chose to do so, however, the "need for
indtitutionalization" test would gpply to this optiona group of recipients.

In addition, the legidation maintains the focus of Medicaid-reimbursed
services on the target population’ presently eigible for such services - i.e,
persons with mental retardation or "other related conditions." The
Waxman hill, however, would empower the Secretary to establish a new
uniform federal tet of the "need for instituti ondlization", by requiring that
ﬁi(t;?:r,io? governing the appropriateness of ICF/MR services be developed by

Advant%ges. The chief advantage of the Waxman
gpproach is that it maintains a state's discretion to decide
the types of persons it consider to be digible to receive
Medicaid-reimbursable services. States would be
authorized to operate in the controlled eligibility
environment of the HCB waiver program or to sdect the
community habilitation services option. Under the latter
option, states could choose to regul ate dligibility based on
state statutory criteria and, furthermore, limit, at their
discretion, digibility besed on specified incometests. Asa
consequence, compared to the Chafee/Florio hill, states
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would be better able to control the potential fiscal impact
of the use of Medicaid financing in their community
sarvice ddivery systems.

The Waxman legidation is distinquishable from the
Chafeg/Horio hill in another digibility-related way.
Under the Waxman bill, a state would have significant
latitude in defining the range of community habilitation
services and, consequently, be in a stronger position to
regulate program participation and, thus, expenditures.

Disadvantg?es. The principal disadvantage of this
approach Isthat it would continue the use of the "need for
institutionalization" test of eligibility, at least for
Botentially digible recipients who are not entitled to SS|

enefits. The differentia imposition of this test could
result in service ddivery system schizophrenia. Persons,
who by virtue of ther disability and genera economic
circumstances (particularly in the case of OASDI
recipients) are smilar to SSI/AFDC recipients, would be
required to meet a secondary (and generally
inappropriate) test of eligibility in order to receive
services. As a conseguence, promoting equal access to
services would be difficult.

The problems associated with this schizophrenia could be
accentuated by the provision of the bill authorizing the
Secretary to develop preadmission screening and annual
assessment  criteria governing digibility for ICF/MR
sarvices. If HCFA were to define such criteria narrowly,
many current ICF/MR residents could be adversely
affected. In addition, eigibility for community-based
services - ether under a state's HCB waiver program or
under the proposed community habilitation services
option -- would be affected (probably adversdly).

The legidation's affirmation of state discretion in
determining the parameters of digibility can be viewed as
a disadvantage. In many states, digibility parameters are
determined, not by DD system managers, but rather on a
more globd level, based often on concerns about the rate
of overall growth in Medicaid spending. As a
consequence, decisions regarding the access of persons
with developmenta disabilities to Medicaid-reimbursable
services may become immersed in general program
digibility redrictions, as part of an across-the-board effort
to contain Title XIX outlays. Redtricting digibility for
services represents one of the principa devices avalable
to a state that is seeking to restrain Medicaid
expenditures. Experience indicates that, when services are
available on an optiona basis and States exercise relatively
greater control over the number and types of persons
receiving such sarvices, the ellglbllelg of persons with
developmental disabilities for Medicaid-reimbursable
sarvices can be affected negatively by generd state actions
to limit Title X1X outlays

Retain current digibility policies but relax existing provisions governing
the number of individuals who may be served in HCB waiver programs.
In 1987, Congress established a new waiver authority for elderly persons
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under Section 1915(d) of the Social Security Act. This new authority
permits a state to expand the number of persons receiving HCB waiver
services beyond the levels HCFA might otherwise authorize under its
present "cold bed" policy (see discussion of this issue in Chapter 1V and
Appendix D). If asimilar authority were added for DD waiver services,
states would have the option of expanding participation in HCB waiver
rograms whenever ingtitutional spending reductions were not fully offset
Increases in community-based waiver spending. Alternatively, some
observers have suggested that present HCFA policies governing the
evaudion of the "cog effectiveness’ of HCB waver programs could be
changed, statutorily, to provide a different basis for determining the
maximum number of persons who may receive such services. For example,
proposas advanced by New Y ork State have been based on "indexing" the
rate of growth in federa reimbursement and program participation.

Advantages The ability of states to regulate program
participation rates makes the HCB waiver ,orogram an
attractive means of managing_the overal scope of
Medicaid funding for community-based DD services.
Under a waiver, in essence, a state may determine the
precise number of persons who will receive Medicaid-
reimbursable services out of the entire pool of patentialy
digible recipients . Consequently, the waiver program
promotes state budgetary stability, thereby maki n(g; it
easier for DD managers to "sell the merits of expanding
Medicaid-financed community services to elected and
supported state policymakers. At the same time, HCFA's
stringent limits on the number of individuals who may be
saved in waver programs substantidly reduces the
attractiveness of this financing option. Under present
federd waver policies, dates are unable to expand
Medicaid-financed community services beyond a certain
point (generdly defined as the number of current and
potentid new ICF/MR beds that would be "decom-
missioned” as aresult of the proposed waiver program).

If a satutory authority similar to Section 1915(d) were
established for persons with developmenta disabilities),
or a more liberal basis was used in determining the
maximum number of persons to whom a given state could
provide HCB waver services (e.%, definin(wj? a growth
alowance other than "cold beds"), the utility of the waiver
program would be greatly enhanced for many states.
Waiver services could be expanded while at the sametime
allowing astate to retain its capacity to regulate program
expenditures. In addition, from a federa budgetary
perspective, waiver-based strategies yield more
predictable estimates of the potentia fiscal impacts.

Disadvantages. The disadvantages of a waiver-based
drategy in this areamight be summarized asfollows:

HCFA Palicies. HCFA palicies governing the use
of the HCB waiver authority have been
predicated on a policy of restricting the fisca
Impact of waiver services. Employing the waiver
as avehicle to expand access to community-based
services would be difficult without smultaneoudy
addressing al of the problems associated with
HCFA's current administration of the program.
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Thus, under a Section 1915(d)-like option, states
could find themselves in the position of having
greater flexibility to increase the number of
waiver participants, only to find that HCFA
imposes new administrative barriers to such
expanded coverage.

Interstate Variations. Efforts to use waiver-based
strategies to increase the number of persons
receiving Medicaid-reimbursable community-
based services will have an uneven impact from
state to state due to the significant degree of
variation in the states' utilization of Medicaid-
funded DD long-term care services. Unless fairly
complex formulae are employed, broadening
participation — either through the Section
1915(d) approach or by requiring HCFA to apply
more liberal parameters in regulating the growth
of Medicaid-reimbursable long-term care services
— could benefit only a limited number of states
(mainly those states, which historically, have
made extensive use of Medicaid financing for
DD long-term care services).

Inappropriate Test. Finally, eligibility for HCB
waiver services is explicitly linked to a
demonstration of the individual's "need for
ingtitutionalization." A waiverbased strategy
obviously would involve a continuation of this
test, even though it is viewed as unsatisfactory by
most professionals and consumers in the field of
developmental disabilities. In addition, states
would remain vulnerable to Congressional (e.g.,
the Waxman bill) or Administration initiatives to
narrow the number of persons eligible for
ICF/MR services.

Thus, while the HCB waiver program permits states to
regulate program participation (and, hence, eligibility), it
is not clear that a waiver-based strategy could serve as
more than a temporary means of resolving the eligibility
issues outlined above.

4., Summary

Each of the various proposed solutions to the unresolved issues in the area of
eligibility policy would significantly affect who might have access to Medicaid-
reimbursable services. The fact that present policies have resulted in only a distinct
minority of Americans with developmental disabilities participating in services
makes it extremely difficult to identify solutions that at once acknowledge the broad-
based need for services while not triggering potential increases in utilization that
would render new legislation infeasible due to high potential fiscal impact.

B. Medicaid Coverage of Community Services

Coverage of services (e.g., the range of services that are eligible for federal Medicaid
financial participation) represents a second, thorny area of policy debate. The question of

"eligible for what?" is equally as important as the question of who will be deemed to have
access to Medicaid -reimbursabl e services.
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Current Policy

As a basic condition of participating in the Medicaid program, a state must offer
certain types of services (generdly referred to as mandatory coverages), including
inpatient and outpatient acute hogpital services, physicians services, [aboratory and
X-ray services, skilled nursing facility services, home health services for persons over
21 years of age, early periodic screening, and certain other services. In addition to
these mandatory coverages, astate may elect to cover certain optiond services.

Under existing Medicaid law, states may not claim Title XIX reimbursement for
long term care services provided to elderly and disabled persons in non-ingtitutional
settings unless such services are furnished either; (@) as part of a HCB waiver
program approved by the Secretary of Health and Human Services; or (b) under
one of severa exiging state plan options (e.q., personal care; home hedlth services,
clinic sarvices, and medica rehabilitation and other remedia services) that a state
may elect to cover under its Medicaid plan.

Generdly, if a Sate chooses to offer any of the optiona service coverages that are
currently recognized under federal law and regulations, it must provide the
Secretary with assurances that such services will be made available on a statewide
and comparable basis. In other words, the subject category of services must be
geo raTJhlqain accessible to al resdents of the Sate and be made available to all
smilarly-situated Medicaid recipients who need such assstance.

Unresolved |ssues

The mogt critical shortcoming of current Medicaid policy, asit impacts on persons
with developmentd disabilities, isthe lack of ardiable basisfor claming Title XIX
reimbursement for long term care services in non-ingtitutiona settings. There are
numerous ramifications of this so-cdled "ingtitutiond bias' of Medicaid palicy (eg.,
digibility; regulating and monitoring the quaity of community services; etc.) that
will be discussed e sewhere in this chapter; but, as far as the actua scope and extert
of the services covered, the key questions are; (a) what additional elements of
sarvices should be made eligible for Medicaid reimbursement; and (b) how broadly
or narrowly should such non-indtitutional services be defined? The answers to these
guestions involve difficult trade-offs between an expangion in the number of digible
recipients and the related impacts on federal and state Medicaid budgets.

Other issues that must be weighed include: (a) whether any proposed new services
should be mandatory or optiond state plan coverages; and (b) whether such services
should be subject to the existing statutory requirements that state plan services be
furnished on a statewide and comparable basis.

Proposed Solutions

The possible approaches to securing a more reliable basis of Medicaid support for
community-based services might be summarized asfollows

a Seek Medicaid coverage of abroad array of services and supports that
play acritica rolein assisting persons with developmenta disabilitiesto
live successtully in home and community-based settings. This, in essence,
was the approach used in drafting the Chafee/Florio bill. The umbrella

Targeted case management services, asauthorized under Section 1915(g? of the Act,
is an exception to this rule. A state, by law, may restrict the availability of case
management services to particular target population and/or to specified geographic
areasof the gate. Similarly, an HCB waiver program aso is targeted.
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term "community and family support services" is defined to encompass
some 24 elements of services and supports that are viewed as essentia to
assisting persons with severe disabilities to live at home or in other
community-based residential environments. Within two fiscal years of
enactment of the legislation, states would be required to cover at least four,
specified elements of community and family support services (case
management; individual and family support services; specialized vocational
services; and protective intervention services); in addition, states would
have the option of covering any of 20 other elements of CFS services
enumerated in the legislation.

Advantages. The ability to cover an extensive array of
Medicaid reimbursable services and supports should
provide the states with relatively greater latitude in
responding to the needs of persons with developmental
disabilities. Such flexibility would be particularly
advantageous in instances where non-habilitative services
and supports (e.g., respite care; family support; attendant
care; etc.) were seen as the most effective and economical
approach to maintaining individuals at home or in
alternative community-based settings. In addition, greater
statutory specificity in defining the elements of coverable
services should limit the possibility of federal regulatory
and administrative interpretations to restrict the types of
service/support costs that a state may claim for purposes
of Title X1X reimbursement.

Disadvantages. Broadly defined coverages are likely to
result in higher federal-state Medicaid costs which, in
turn, would make it more difficult to enact reform
legislation. While it may not be possible to identify the
point on the political fulcrum at which a proposed
expansion in service coverage becomes no longer viable, it
seems clear, given the current federal budget deficit, that
Congress' tolerance for growth in Medicaid outlays
associated with any new coverage option is likely to be
quite limited. One might reasonably predict, therefore,
that the prospects of enacting substantial changes in
Medicaid policy would plummet if one were to insist on
breaching such political tolerance levels.

Furthermore, it can be argued that an extensive "laundry
list" of coverable Medicaid services may raise expectations
that most states simply would be unable to fulfill in the
foreseeable future. Given the pressures the states are
under already in their efforts to serve the traditional DD
population, it seems doubtful that many states would elect
service options that would qualify entirely new populations
for Medicaid-reimbursable services and supports. The
benefits that might be realized by consumers in a small
handful of states then must be balanced against the fiscal
and psychological consequences of a proposal to add an
extensive array of new, potentially costly coverages.

Finally, the general problems associated with legislating a
comprehensive array of new home and community-based .
coverages would be complicated even further by
mandating that the states cover certain of those services.
The history of the Medicaid program, since its inception,
has been that each state exercises considerable latitude in
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defining the scope and composition of its own program.
As areault, Congress generaly has dected to expand the
range of reimbursable services by adding new optiond

coverages, rather than mandating the provison of services.
Given this history, it is likely that there will be
considerable opposition within Congress and the states to
new service mandates, particularly since such require-
ments would be perceived as placing further budgetary

pressures on an dreedy rapidly growing program.

b Support Medicaid state plan coverage of certain core community-based
sarvices only. The Waxman hill (H.R. 5233) exemplifies this gpproach. It
would authorize the states to offer "community habilitation services' as an
optiond coverage under their Medicaid plans, effective October 1,1989. In
order to cover such services, however, astate would be obligated to provide
assurances satisfactory to the Secreary that certain "fair and equitable
arrangements’ would be made to protect the interests of employees who
might be impacted by the provison of such Medicad-funded sarvices. In
addition, under H.R. 5233, providers of community-based residential
habilitation services would be required to meet federally prescribed
gandardsin order to qudify for Medicaid reimbursement.

The implications of these prerequisites to covering community habilitation
services, as contained in the Waxman bill, are dealt with in sparate
sections of this chapter. Here we will address only the basic ramifications
of adding alimited purpose optiond service coverage under Medicaid.

Advantages. To the extent that it is feasible at al to
convince Congress to add new community-based service
coverages, the possibilities of doing so should be
significantly enhanced by limiting the focus (and,
consequently, the potentia fiscal impact) of such newly
authorized services. The prospects of enacting such
legidation aso should be significantly improved if the
proposed new coverage is presented as an additiond state
plan option, rather than as a mandatory service coverage
(as suggested in the Chafeg/Horio hill).

Assuming that the types of reimbursable services are
carefully selected and defined in the legidation, it should
be possble to minimize the disadvantages of a more
narrowly focussed coverage of community-based services.
Based on the states experiences with Medicaid home and
community-based waivers, it seems apparent thet the vast
majority of costs a Sate is able to clam under a waiver
program could be claimed under the Waxman definition
of "community habilitation services' - and, more
importantly, with less direct federal control over the
number and types of persons found dligible by a state to
receive such sarvices.

Disadvantages. As the provisions of the Waxman bill
sugoest, the political "price” of obtaining authority to cover
community-based services under a state's regular

Practices in classifying service costs for purposes of waiver reimbursement vary
markedly from State to Sate. Habilitation services, however, is usudly the principa
billing code used by most states; indeed, in some datesiit is practicaly the only basis
for claming Medicaid rembursement under MR/DD waiver programs.
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Medicaid plan may be avariety of new requirements (e.g.,
federal operating standards; and far reaching new
employee protections) that many dates will view as
particularly onerous. If, as aresult, most states choose not
to cover such services under their Medicaid plans - opting
instead to continue to operate programs under the HCB
waiver authority, despite its pitfdls ~ the principd am of
the legidation will not be accomplished.

Even if most states eventually would eect to offer
"community habilitation services' as an optiond state plan
coverage (either with or without modifications in the
Waxman conditions), some Medicaid induced distortions
in policies governing state-supported community Services
may persis. For example, it could be argued that a state
plan service that emphasizes skill traning, ag;jp%osed to
the provision of necessary supports, would lead the states
to dress the delivery of clinicaly-oriented services
furnished in congregate settings (e.g., group homes, work
activity centers, etc.), even when supportive assistance to
the individua or higher family may congitute a more
appropriate, satisfactory and economical approach to
meeting the individua's needs.

If one believes that the next frontier in public
programming for persons with developmental disabilities
IS to enable mogt such individuds, with the assistance of
family members and other "natural support structures’, to
carve their own niche in the socid fabric of the community
— as opposed to continuing to reside in specidized living
facilities and attend segregated training programs — then
greater emphasiswill have to be given in the legidation to
dlowing dates to organize and ddiver family assistance
sarvices, atendant services, and other types of individua
supports that are necessary to maintain such personsin
truly integrated community settings. Restricting Medicaid
reimbursement to services with a clear habilitative goa
v(\gul_d hamper efforts by the states to adapt to such new
redities.

Authorize home and community-based services asaMedicaid state plan
option, on either an across-the-board or limited access basis. The
principd limitations of the existing Medicaid home and community-based
walver program can be summarized asfollows

The manner in which HCFA limits the number of
participants in HCB waiver programs (i.e., restricting the
number of participants to a state's actual and planned
ICF/MR bed capacity) makes it extremely difficult for
most states to address the needs of unserved and
underserved members of the target population. As
suggested earlier in this chapter, the waiver program
would be a more acceptable long-range method of
financing home and community-based DD services if
there were a reasonable and predictable means of
recognizing the growing demand for long term care
services in nonringtitutional settings. Basing waiver
utilization limits on a state's current and projected
ICF/MR bed capacity clearly represents an unfair and
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ineguitable method of delimiting the scope of a state's
walver program.

A closgly related problem with the HCB waiver program
is that, under current HCFA policies, states are not
permitted to use dl of the savings associated with reduced
reliance on ICF/MR services to further expand
participation in Medicaid-financed home and community-
based programs. In fact, a state with a highly cost
effective waiver program (Le., one where the average per
capita cost of waiver sarvices is consderably below the
average per capita ICF/MR cost) will realize a net
reduction in federd financia participation in Medicaid-
funded MR/DD services over time (i.e., compared to
what it would have received in the absence of the waiver
program). Consequently, states have little incentive to
promote lower cost service options, such as in-home
training and family support services, through their waiver
programs.

The degree of federa intervention in the day-to-day
management of HCB waiver programs makes it difficult
for states, as well as local vendor agencies, to plan,
develop and operate waiver-funded services. The ground
rules keep changing and, as a result, states and other
provider agencies have to devote an inordinate amount of
time and energy to satisfying federd adminigtrative
requirements that have little to do with the qudity and
appropriateness of the services furnished to program

participants.

One approach to resolving at least some of the problems outlined above
would be to permit states to cover home and community-based services
under a regular Medicaid state plan option. Indeed, such a proposal was
advanced by Senator Bill Bradley (D-NJ) and Representative Ron Wyden
(D-OR) in 1985. A less far-reaching variant of the Bradley/Wyden
approach would be to alow states that successfully operated HCB waiver
praram for a given number of years (e.g. Sx years) to subsequently offer
such services as an optiond state plan coverage.

Advantages. This approach would give the states
considerably more latitude to expand home and
community-based services, since HCFA's existing
regulatory limits on participation in such services
presumably would no longer agnly. Thus, even if the cost
neutrality rule were maintained as part of the state plan
option, the states would not have to use HCFA's
methodol for determining utilization and expenditure
caps. In addition, states would be able to avoid many of
the frustrations associated with HCFA's micro
management of the HCB waiver program, especiadly the
disruptions and uncertainties of having to renegotiate a
walver agreement with HCFA once every 3to 5 years.

Assuming for the moment that Congress was unwilling,
due to fiscd uncertainties and .conflicting points of view
expressed by various interest groups, to authorize a full-
fledged state plan option, the notion of offering this option
only to states that had successfully operated aHCB waiver
program for agiven number of years might proveto be an
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acceptable dternative. It could be argued, for example,
that states with a proven track record in operating HCB
sarvices, at some point should be dlowed to integrate such
services into ther ongoing Medicaid state plan coverages.
Furthermore, the near term federa cost impact of this
approach should be somewhat easier to predict, since the
experiences and future plans of the affected states could
be examined before they received Secretarial approva of
their HCB state plan amendment.

Disadvantages. First, if the existing home and
community-based waiver authority were converted to a
dtate plan option (as proposed in the Bradley/Wyden bill),
this new plan option would apply to home and
community-based services for fral elderly and other
disabled persons as wdl as persons with developmenta

disabilities. While, kased on experience with the HCB

walver program to date, a case can be made that accessto
walver services has contributed to ared reduction in the
gsates ICF/MR bed capacities, dderly/disabled waivers
have not (and, given the demographic redities, cannot be
expected to have) the same impact.

Consequently, acrossthe-board coverage of dl long term
care populations under a HCB state plan option would
result in a substantial risk of multi-billion dollar increases
in Medicaid outlays during future years, particularly in
view of the anticipated growth in the number of frail
elderly persons over the next three decades. Yet, in
prectical politicd terms, it islikely to be extremey difficult
to authorize a HCB sate plan coverage for persons with
developmentd disabilities and not do the same for other
long-term care populations (especidly elderly Medicaid
recipients).

Second, even if a separate state plan coverage for the
MR/DD population could be judtified, it is not clear that
it would be possble to enact such legidation given the
unpredictable impact it would have on federd Medicaid
outlays. The problems in this respect would be smilar to
those already discussed in the case of the Chafee/Florio
hill and, to alesser extent, the Waxman hill.

Third, the states have no assurance that Congress would
not attach unpaatable conditions to the coverage of HCB
services under a state's Medicaid plan. Indeed, if the
Waxman bill is any fgwde, the likelihood is strong that
there would be significant "strings' associated with any
new state plan coverage of thistype - some of which may
lead states to conclude that the risks of such coverage
outweigh the benfits.

Findly, one must keep in mind that, if the existing HCB
waiver program smply were converted to a state plan
option, some of the current problems associated with
walver management aso could be expected to be carried
forwarded. For example, presumably digibility for HCB
savices ill would be tied to an individud's need for
ingtitutional services, even though this test, in many ways,
works at cross purposes with the states' fundamental
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community service goas. Smilarly, states ill would be
obligated to demongrate that HCB services are "cod
effective’. Even though HCFA would not be able to
exercise such highly detailed control over the operation of
HCB services as it does under the waiver program, it
could (and probably would) issue prescriptive
regulationg/guiddines and monitor the states compliance
with such rules/policies very closdy. The ultimate
wegpons a HCFA's disposd, of course, would be the
authority to approve or dlsapprove a state's request to
cover HCB sarvices under its sate Medicaid plan, and to
withdraw such authority a any time agency officials might
conclude that the state was failing to comply with
gpplicable coverage requirements.

d Authorize an_additiond  HCB waiver authority for persons with
developmental disabilities that pardlels the language of Section 1915 (d)
of the Act. As discussed in Chapter 1V, in 1987 Congress added a new
walver authority under Section 1915(d) of the Social Security Act, which
g)plla only to the provison of home and community-based services for

derly persons. In essence, under a Section 1915(d) waiver program, a
dtate is permitted to expend a specified amount of Medicaid dollars on
home and community-based services, and this amount is increased in
subsequent years according to an indexing formula. The major advantage
(compared to the existing Section 1915(c) waiver authority) Is that, within
the expenditure limit specified in its approved waiver program, a sate is
free to provide HCB services to as many recipients as it desires. In other
words, a state may reprogram all savings associated with reduced
indtitutional (hursing home) costs to expand home and community-based
sarvices for Medicad digible ederly persons (see additiond details on this
specid waiver authority in Appendix D).

Advantages The fiscal viability of the Section 1915(d)
waiver approach is closdly tied to: (a) the adequacy of the
indexing rate; and (b) the extent to which a state is
capable of achlevmg comparative reductions in
institutional costs. Assuming that satisfactory
accommodations could be achieved in these two aress, the
Section 1915(d) waiver formula should be far superior to
the existing methods HCFA uses to control expenditures
under Section 1915(c) waivers, since it: (a) avoids a
federal cap on the number of waiver participants, and (b)
alows dates to recapture al savings associated with
reductions in ingtitutional costs and redeploy such dollars
to expand home and community-based services. Keep in
mind that the basis for calculating indtitutional savingsis,
in effect, established by law as part of the indexing
formula Since, according to the caculaions of the
Congressiond Budget Office, Medicaid ICF/MR outlays
have incressed at a rate of approximately 11-5 percent
over recent years, it is possible for Congressto permit a

In this regard, it should be pointed out that, while there are numerous problems
associated with the intitutional needs test, such arequirement would not prevent a
gate from vastly expanding accessto HCB sarvices under agtate plan option, since,

presumably, HCFA would no longer be in a position to Emit, admmlstratlvely, the

number of persons participating in such services according to the current and
projected number of ICFMR begs
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rather hedlthy rate of growth in overall Medicaid outlays
while il finding the gpproach to be "cost neutrd”.

Since anew waiver authority undoubtedly would have to
be justified on the basis of cost neutrality, it should be
much easier to convince a budget conscious Congress to
enact such legidation than it would be to add new optiona

or mandatory state plan coverages. The fact that the

precedent for such legidation has aready been established
In Section 1915(d) should facilitete even further legidative
consideration of a parallel waiver authority for MR/DD

services.

Disadvantages While a Section 1915(d)-like waiver
authority would ded with some of the mgor problems
associated with the existing Section 1915(c) waiver
program (i.e., by removing federa utilization controls and
permitting states to redeploy ingtitutional savings in the
community), it would leave in place most of the other
legidative and adminigtrative congtraints associated with
the current operating framework of a waiver. Thus, for
example, a date sill would have to receive Secretarid
approval of its waiver request as well as periodic renewals
of its program. Officias in the one state that has applied
for a Section 1915(d) elderly waiver thus far report that
they are encountering the same frudtrations, delays and
uncertainties that other states have encountered in
negotiating Section 1915(c) waiver requests with HCFA.
The principal lesson may be that, as long as the authority
to approve or disgpprove a waiver request remains in the
hands of an Adminigration that has as its primary goa

containing the growth in federd Medicaid outlays, HCFA
officidls will be in a position to impose substantial
roadblocks to accessing additional federa Medicaid
dollarsfor home and community-based services.

Furthermore, any reform strateqy that relies solely on
reformatting the HCB waiver authority will leave
unresolved other key Medicaid policy issues that
potentially could undermine a stat€'s capacity to pursueits
fundamentd, underlying goals. For example, unless
subgtantial changes are made in exigting ICF/MR policies
a state could be trapped in a position where it has
increased |atitude to deliver home and community-based
services but little control over the costs of ICF/MR
services as a result of the impact of new federal
regulations combined with continued "look behind"
reviews. Asaresult, the state, despite its philosophical
commitment to expanding community-based services,
might not be in aposition to take advantage of a Section
191_5£1d)-l ike waiver program, because the primary factors
which influence ICF/MR expenditures are outside its
gphere of influence.

It is also important to recognize that some states are in a
better position than others to function successfully with
the type of aggregate expenditure cap authorized under
Section 1915(d). Generaly, the higher a state's
proportional share of total Medicaid expenditures on
behalf of persons with developmental disabilities, the
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more likely it is to find a Section 1915(d) cap an
acceptable policy option. The net result is that this
approach probably would be of greatest benefit to States
that are aready comparatively heavy users of Medicaid
dallars. Certainly, it can be expected to do little to narrow
the wide variations that currently exist in state Medicaid
utilizetion levels on behaf of persons with devel opmental
disabilities -- and may even exacerbate the present
Stuation.

Finally, a Section 1915(d) approach to reforming
Medicad is certain to be criticized by consumer and
provider interest groups. They will view it as a timid
response to the pressing need for a basic restructuring of
Medicaid coverage and benefits on bendf of persons with
severe disabilities. In addition, they will be concerned that
legidation of this type would blunt the long-standing
efforts by consumer and provider interest groups to enact
broader scaled changesin gpplicable Medicaid law.

4 Summary

Present federal policies limit the types of specialized Medicaid-reimbursable
sarvices that a state may furnish to persons with developmenta disabilities to the
ICF/MR program or dternatives (in the form of an HCB waiver program) thereto.
Broadening the array of Medicaid-reimbursable services to include a wide range of
supportive services represents a critical objective for al who are interested in
reformulating current policies. As in the area of digibility policy, how to achieve
SJ(():BI a broadening without raisng the specter of fisca irresponghility is a thorny
problem.

C. Regulating and Monitoring Medicaid-funded Community Services

The regulation and monitoring of services furnished on behdf of persons with developmenta
disabilities is often given less attention in policy formulation than it deserves. These
activities have bearing on three key dimensions of palicy:

The standards against which monitoring of servicesis carried out define thevery
character of the types of sarvices to be furnished to digible individuas.
Depending on whether "comprehendve care' or "supportive' service moddsare
adopted as the paradigms under which standards are developed and checked
agand, the tenor of service ddivery will be greetly affected.

The sdlection and articulation of standards has direct bearing on the costs
of sarvices and, consequently, the potentia federal and state fiscal impacts
of areform proposd.

. Whether standard development and program oversight are viewed as a
principally state or federd area of activity affects the degree to which States
and communities are empowered to put into place unique perspectives
regarding appropriate directions for service delivery.

How variousissues in this arena are resolved, then, can have enormous influence on future
directions in the delivery of publicly-financed services on behalf of persons with
developmenta disabilities.

1 Current Policy

Under the Medicaid home and community-based waiver authority (Section 1915(c) of
the Socia Security Act), astate isrequired, as part of its waiver request, to spell
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out the steps it will take to protect the hedlth and welfare of waiver participants.
Although these quality assurance provisions are subject to the approva of the
Secretary (dong with dl other aspects of astate's HCB waiver proposal), HCFA has
alowed each state a considerable degree of latitude in designing its own unique
gpproach to regulating and monitoring the delivery of HCB walver services.

HCFA monitors a state's compliance with the terms of its approved waiver proposal
by conducting an annud, on-site assessment of the program. One aspect of this
asessment is an examination of whether the state's methods of protecting the hedlth
and welfare of waiver participants are effective. In addition, once every threeto five
yeari_astate must arrange for athird party evaluation of its HCB waiver program.
The findings and recommendations resulting from this evaluation must be
forwarded to HCFA at least 120 days prior to the date on which the current waiver
period is scheduled to expire. HCFA generally will not approve a request to renew

awaiver program until it has received a copy of such an independent evaluation
report on the subject waiver program.

Similarly, states that elect to use other non-institutional Medicaid state plan
coverages to support community-based services for persons with developmental
disabilities (e.g., clinic services; personal care; medical rehabilitation services; etc.)
are primarily responsible for developing and monitoring compliance with
regulations governing the provisions of such services. This approach contrasts
sharply with Medicaid palicies governing ICF/MRs and other indtitutiond service
providers, where the federa government (i.e., HHSHCFA) issues detailed

operating standards and, increasingly, validates the accuracy of state decisons in
enforcing those standards.

Unresolved |ssues

The key issues to be resolved in the area of regulating and monitoring community
sarvices is the nature and extent of federa participation in the process. In other
words, should standards be devel oped and enforced by the federal government? O,
should states be responsible for developing their own standards and, if so, to what
extent should the federd government, either via statutory law or regulations,
influence the content of such state regulations? A closdly rdlated issue involves the
digtribution of responsbility between the federal government and the states for
monitoring compliance and enforcing community service sandards in Medicaid-
funded programs.

It is important to recognize that one of the significant byproducts of the federd

ICF/MR look-behind Initiative has been a growing national perception that the
gtates, by and large, cannot be trusted to oversee the qudity of services provided to
persons with developmental disabilities. In a severely constrained fiscal
environment, the fear Is that the states will permit existing service programs to
deteriorate, when faced with the unenviable task of balancing the pressure for
further, rapid expansion in community-based services against the need to maintain
the quality of present programs. Therefore, astrong federd role in standard setting
and overgght, critics contend, is absolutdly essential, Snce state governments only
become concerned about the quality of services when they are threatened by severe
federd sanctions. While this perception may be smpligtic, it is afactor that cannot
be ignored in evaluating the policy context within which national discussions of
future Medicaid funding of community DD services are taking place.

Nor can one overlook the influence of events in other related areas of human
sarvices. For example, Congress primary motivation for enacting nursng home
reform legidation in 1987 (Subtitle C, Title IV, P.L. 100-203) was to correct the
perceived shortcomings in state and federal enforcement of standards in Medicare
and Medicaid-certified nursing homes (Gettings et d., 1988). Smilarly, the problem
of homeessness among persons with chronic menta ilinessis viewed 1n Washington
as aprime example of the failure of states generdly, and state/local menta hedth

-81-



agencies in particular, to manage services to a highly vulnerable group of citizens.
While events in these areas of policy have no direct bearing on the past or future
performance of the states in monitoring the delivery of quality services to persons
with developmental disabilities, they do affect the general perceptions of federal
policymakers and the way in which they are likely to balance national and state
interestsin any broad-based piece of Medicaid reform legislation.

At the same time, Congressional and Executive Branch leaders are awar e that: (a)
a strong-federal oversight role is far from a guarantee that quality services will be
delivered by providers of Medicaid-funded programs; and (b) there are finite limits
on the role the federal government can play in the quality assurance arena. First,
while, arguably, it may be feasible for the federal government to assume direct
responsibility for surveying and certifying ICF/MR facilities (or at least state-
operated ICF/MRs, as proposed in the Waxman bill), it is inconceivable that
primary responsibility br overseeing a diverse, widely dispersed and growing
network of community-based DD services would be "federalized" by Congress, given
federal personnel constraints and the massive logistical and financing problems such
amove would entail .

Second, while areturn to a laissez-faire federal oversight role does not appear to be
on the horizon, it is not clear that Congress is willing to grant the Department of
Health and Human Services sweeping new authority to establish and enforce federal
standards. Indeed, the 1987 nursing home reform legislation is as much a
condemnation of the lack of effective federal oversight as it is a reflection of the
states' failure to carry out their survey/certification/enforcement responsibilities.
The basic approach of P.L. 100-203 is to prescribe in much greater detail, the
statutory standards that are to be enforced in Title XVIII and Title XDC-certified
nursing homes and the procedures the states and the Secretary are to follow in
carrying out their respective responsibilities. It is worth noting that the Waxman
Medicaid reform bill would adopt exactly the same approach to regulating
ICF/MRs (see Appendix B for details).

While there are a variety of ways of structuring the federal government's role in
assuring the quality of Medicaid-assisted community DD services, one fundamental
problem that must be grappled with is the lack of a clear consensus within the field
concerning the most appropriate methods of assessing program effectiveness or
quality. There is a growing recognition among DD service providers, consumers
and state officials that, while input and process requirements can and should play a
role in assessing a program's or facility's compliance, ultimately outcome-based
criteria are needed to gauge the overall effectiveness of DD services. Yet, despite a
sharp increase in the use of outcome measures in recent years, no concensus has
emerged to date on the precise measures that should be employed or the best
methods to use in evaluating program effectiveness. It seems fair to conclude,
therefore, that the state-of-the-art in the area of quality assurance isin flux. What
appears to be emerging is an agreement that a variety of perspectives on program
quality need to be examined in order to gain a multi-dimensional under standing of
the effectiveness of a service program. The exact mix of assessment tools and
techniques that should be used as part of such a quality assurance program,
however, are still a matter of debate.

In view of the current uncertain status of quality assurance methods, the thought of
imposing a new set of federal requirements governing the provision of Medicaid
supported community services is enough to cause any thoughtful observer to pause.
A better-defined and expanded federal oversight role may be the price states have to
pay for a more reliable basis to claim Medicaid reimbursement for community-
based DD services, however, unless this role is very carefully delineated, the
imposition of a uniform set of national operation assumptions and requirements
could have a stultifying effect on the evolution of new and more effective service
techniques and programming formats.
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Proposed Solutions

The possible approaches to regulating and monitoring community programs might
be summarized asfollows:

a

Reguire each state to develop a comprehensive quality assurance program
that meets federal statutory specifications, including the promulgation of
sate standards governing each Medicaid-rembursable element of
community-based services it offers under its ate Title X1X plan Thisis
the approach taken in the Chafee/Florio bill. Under the terms of
S.1673/H.R3454, a state would be required, as part of its "state
implementation strategy”, to spell out a comprehensive quality assurance

stem. One mandatory eement of this system would be state standards

esigned to assure that Medicaid-reimbursable services were based on
timely assessments of individud needs, furnished in accordance with
individualized plans, provided in community settings and designed to
facilitate community integration. In addition, states would be responsible
for licensing or certifying al facilities and programs that provide Medicaid-
reimbursable community and family support services and would have to
establish systems for conducting "annual, independent, third-party
evauations of a cross-section of community and family support services', as
well as methods for assessing consumer satisfaction with such services.

The Secretary of HHS, under the provisions of the Chafeg/Florio bill,
would be responsible for reviewing a date's plans for ingituting a
comprehensive quaity assurance system. The Secretary also would be
charged with conducting periodic assessments of the status of individuas
with severe disabilities who were receiving community services under each
state's Medicaid plan. However, the Secretary would be prohibited from
promulgating federa standards governing the operation of Medicaid-
reimbursable community and family support services.

Advantages This general approach, it could be
argued, strikes a reasonable balance between federa

and state

interests in assuring that Medicaid-funded community DD
services comply with minimum program standards.

Federal law would spell out, in considerable detail, the
elements that a state would be required to have as part of
its comprehengive quality assurance system. However, a
state would have flexibility in deciding how to perform
such functions.

This gpproach would avoid the "one szefitsall" system of
standard setting and compliance that currently exists in
the ICF/MR program. Conseguently, as experience with
the HCB waiver program will substantiate, each dtate is
IikeI% to find it much easier to integrate Medicad-
reimbursable elements of services into its existing
community service system. In addition, the states woul
find it much easier to foster the kind of innovation and
cregtivity that has been demongrated in some Medicad
home and community-based waiver programs.

Findly, by avoiding the imposition of detailed federal
gtandards, it should be possible for the states to deliver a
wider array of services in a more cost-effective manner
Experience "with federal ICF/MR standard setting sug-
gests that uniform national standards tend to introduce

rigidities that add significantly to the cost of delivering
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sarvices, without achieving any measurable benefits to the
recipients of such services.

Disadvantages. The absence of a direct federd oversght
role will be viewed with consderable skepticism by many
consumers, and providers, who see tough federal standard
setting and monitoring as the sine qua non of high quality
programming, They will point to the events of 1984-85
that led to the initiation of an expanded series of federa

ICF/MR look behind reviews as proof that the states can
not be trusted to monitor program quality. Such argu-
ments can be expected to receive a sympathetic hearing in
Congress and among Executive Branch officids, both of

whom tend to believe that a pro-active federd role is
essentid if high quality programming is to be maintained.

Furthermore, to the extent that one places a relatively
hlg?_h_er riority on uniformity of program quality across
politica jurisdictions, federd standards may be the only
means - certainly the most direct means ~ of achieving
this end. Regardless of one's views regarding the relaive
merits of federad standards, it is hard to argue that state
discretion in this area would not lead to greeter interdate
variaions in the types and quality of services provided to
persons with developmenta disabilities.

Require all providers of community habilitation services to meet
standards promulgated by the Secretary of HHS This, in essence, is the
approach proposed in Congressman Waxman's bill. According to H.R.
5233, the Secretary would be obligated to promulgate Sandards governing
resdential providers of "community habilitation services' no later than
October 1, 1989. These standards would have to include provisions
governing client rights and protections, case management, the completion
of comprehensive functional assessments, the process of developing,
monitoring and updating individual program plans, the use of a uniform
dient performance accounting system and the application of minimum
health, safety and sanitation rules.

In addition, the Waxman bill contains a separate requirement that the
Secretary develop and promulgate, by January 1, 1991, outcome-oriented
eva uation methods/insruments. The states, in turn, would be obligated to
use such methods/insruments in evauating Medicaid-reimbursable
community habilitation services after July 1, 1991. Itisunclear how this
provision would intersect with the requirement described above; however,
in general, the bill would delegate to the Secretary rather broad authority

for establishing standards governing Medicaid-reimbursable community
SVices.

Advantages. As noted above, federa standards would
promote grester nationwide consistency in the ddivery of
community services. Thus, if one places ahigh priority on
achieving nationwide uniformity and consigency in the
provision of such services, a strong case can be made for
promulgating federal community service standards.
Provider and consumer interest groups who are dis-
satisfied with existing state standard setting and
monitoring procedures, therefore, can be expected to sup-
port this approach, since they will view federd standards
and compliance reviews asaway of leveraging sate action
inthisarea. The promulgation and enforcement of
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federal standards would aso assuage the concerns of indi-

viduals who believe that the states cannot be trusted to
deliver safe, appropriate and high quality services in a
manner that fogters their dignity and independence.

Disadvantages. Recent experience with federal standard
setting in the area of ICF/MR policy strongly suggests
that the promulgation of federal community service
standards would result in: (&) amonoalithic nationwide
gpproach to ddivering community residentid and daytime
sarvices a atime when thefield's emphasis has shifted to
creating awider array of moreindividuaized living and
programming arrangements; and (b) a clinicaly driven
mode of services that ultimately would increase the cost
of operating Medicaid-funded residential and day pro
grams substantially, without necessarily achieving any
measurable improvements in the quality and appro
priateness of the services provided.

Under this approach, the Secretary of HHS would be
granted broad new authority. Such authority, in the hands
of a hogtile Adminigtration (i.e., one with an overriding
objective of cutting Medicad costs) could lead to the
promulgation of standards designed to impede the States
efforts to clam increased federal Medicaid reim-
bursement for eligible community-based services

Finally, the imposition of a set of federal community
sarvice standards, coupled with an expansive federa
oversight role, could dissuade states from covering
optional community habilitation services, as proposed
under the Waxman bill. The net effect would be to thwart
the basic underlying god of the legidation — Le, to
minimize the ingitutiond bias of current Medicaid policy.

Authorize the states to promul gate standards governing each category of

community-based services they dect to cover under their Title XIX plans,

but spell out in federd law the specific elements that must be included in
such standards. This approach is similar, at least in theory, to the
ASPE/HHS proposdl. It would use federal law to specify the areas that
would have to be covered in state community service standards, but stop
short of indicating precisaly how each subject area must be regulated. The
latter task would be |€ft to the discretion of each individud State.

Advantages. This approach, it could be argued, would
strike an appropriate balance between the role of the
federa government and the role of the individua atesin
regulating service qudity. The broad framework of com
munity standards would be set forth in law, while the
individua stetes would be required to "fill in the details'.
Assuming, for the moment, that the Secretary was
authorized to monitor and report on the state's per-
formance in this area, it would be possible to add further
federal statutory specifications at any timeit became clear
that such additional requirements were necessary. This
"minimalit” approach to legidating standards would
permit the states to retain considerable discretion in
establishing standards and maintaining compliance, at
least to the extent that they performed such functions
adequately. However, it aso would give Congress a
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d.

means of intervening to correct any shortcomings in state
quality assurance programs, if and when they occurred.

Disadvantages It is not clear that this approach would
satisfy critics of the states' past and current quality
assurance efforts. Nor isit clear that it is possible to gain
agreement on what congtitutes legitimate federal statutory
specifications vs. federa requirements that, in effect,
dictate the specific contents of state standards.

Require providers of Medicaid-reimbursable home and community-based

services to be accredited by a recognized national accrediting body in
order to qualify for Medicaid rembursement of such services. This
"deemed status” approach has been recommended by supporters of national
accreditation programs for at least ten years. It aso is part of

ASPE/HHS's pending Medicaid reform proposal. The basic argument in
favor of officidly recognizing accreditation as tantamount to afedera "sed
of approva" is that, if an objective, qualified third party assessment team
conducts provider performance reviews, quality assurance decisions can be
insulated from the palitical arena and, therefore, arrived at on a fairer,
more professona basis.

. Advantages If one accepts the notion that both the states
and the federd government have a vested interest in the
outcome of compliance reviews, then it follows that a
disinterested third party review is a potentidly useful -
some would argue the only - means of assuring that the
ultimate beneficiaries of such services reman the
overriding focus of quality assurance reviews. Besides,
many providers of resdentid and day services report that
accreditation surveys (unlike state and federa licensng/
certification reviews) serve as an important learning
experience and vaidation technique for their affs.

Disadvantages. Since decisions regarding the digibility of
programdfacilities to provide Medicaid-rembursable
services have politica ramifications, some observerswould
argue that such decisions should not be removed from the
political process. Federal and dtate elected officials
ultimately serve at the pleasure of the dectorate and, as
such, should be accountable to the public. An accrediting
body, no matter how qualified, can never act as a
substitute for political judgement in our cPl urdidtic society.
Besides, past experience In granting "deemed status' to
accreditation programs under federal law suggests that
once such programs take on a quas-officia function, their
objectivity is often compromised. Consequently, while
accreditation may play an important role in a state's
overd| quality assurance program — even to the point of
serving, at the state's option, as a substitute for state
program reviews — it cannot act as a replacement for
federd and state compliance monitoring.

Summary

Issues in regulating and overseeing Medicaid-reimbursable services furnished to
persons with developmental disabilities are among the most difficult to addressin
the debate concerning how best to reformulate current federal policies. The
discomfort that arises with many of the proposed solutions goes beyond classic
issues in federalism to the fundamenta fact that the entire question of how best to
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D.

establish and monitor standards for service delivery is itself an unresolved problem
inthefield.

Limitations on Medicaid Payments

Given the enormous complexities in predicting the potential fiscal ramifications of
fundamental changes in federal Medicaid policies as they affect persons with developmental
disabilities, the suggestion arises of employing limitations on federal payments to states as a
means to assure predictable dollar outcomes of proposed policy changes. Such limitations
might represent a means to unsnarl the gridlock that has forestalled the adoption of needed
changes in federal policies.

1.

Current Palicy

Under current Title XIX law, the federal government shares in the cost of
statutorily authorized services furnished to eligible persons. The level of Medicaid
payments made to any given state to support DD services depends on the choices
that a state makes regarding the scope of services furnished to eligible persons, how
much a state decides to pay for such services, the eligibility parameters established
by the state, and the service delivery system's capacity to furnish authorized
Medicaid-reimbursable services. In he area of federal payments to the states,
Medicaid law/regulations proscribe the boundaries of Title XIX participation in the
costs of services; within these boundaries, a state has the discretion to determine --
based on its own circumstances, system management objectives, and fiscal
considerations - the degree to which federal aid will be employed to support
persons with developmental disabilities. Federal financial participation, then,
represents the interaction between federal policies and state choices.

The enactment of the HCB waiver authority in 1981 introduced an important
change in federal Medicaid policy. Previously, federal law mandated that a state
"entitle" all eligible persons to any state plan services they needed. The law also
provided that the federal government would participate in all allowable costs of
furnishing services covered under a state's Title XIX plan. Under the HCB waiver
authority, however, a state was offered the option of supporting home and
community-based service alternatives if it agreed to restrict its claims for federal
reimbursement to no more than the cost of institutional services that would
otherwise have been furnished to persons needing long-term care services.

HCFA administrative policies governing HCB waivers, initiated to curb rising long-
term care expenditures on behalf of persons with developmental disabilities, not
only limit per capita expenditures on behalf of eligible persons but also restrict the
number of persons who may receive long-term care services, whether in an
institutional (Le., ICF/MR) setting or in an HCB waiver program. As a
consequence, a state may furnish alternative, community-based services only if it is
willing to accept limitations on federal payments and the number of individuals who
receive Medicaid-reimbursable long term care services.

At present, 39 states operate specialized long term care services for persons with
mental retardation and related conditions under such a waiverinduced funding cap.
In other words, the attractiveness of furnishing HCB services has prompted three-
quarters of the states to accept a limitation on federal payments, a limitation that is
unique within the Medicaid program. States which do not operate HCB waiver
programs may increase the number of eligible recipients as well as related federal
reimbursement claims, limited only by applicable federal policies; but they may not
claim reimbursement for services that are not authorized as state plan coverages
federal law, regulations and guidelines.
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Unresolved |ssues

An oft-cited reason for reforming federal Medicaid policies as they affect persons
with developmental disabilitiesis that such policies result in federa dollars flowing
to support a rdatively small number of individuas in inagpropriete and expendve
settings. Indeed, 95 percent of Medicaid support for specidized DD long-term care
services is channdlled to the ICF/MR program, where 87 percent of all persons
served reside in large congregate care facilities. Hence, one motivation for
Medicaid reform is to permit dollars currently directed to supporting congregate
services to be redirected to support family and community-based services, where
federal assistance might be used more cost effectively to fund services to additional
unserved and underserved persons.

While broadening the types of services that are digible for Medicaid funding isa
common god of nearly dl parties associated with the DD sarvice delivery system,
broadening the scope of Medicaid-reimbursable services (particularly when the
subject legidation also would expand digibility for such services) could have
enormousfiscal consequences for both the states and the federa government. With
federa Medicaid expenditures for DD |long-term care services dready rising at an
annual rate of 11.5 percent, the prospect of expanded opportunities for states to
clam additional federal reimbursement could well run counter to efforts in
Washington to curb the federd deficit. Given this context, employing some type of
limit on federd Title X1X paymentsto the states, arquably, may be away of creating
a sounder basis for the provison of services to persons with developmental

disabilities, while at the same time remaining within politically acceptable
boundaries governing the future rate of growth in related federa Medicaid outlays.

The fundamentd issue in this area of policy is the extent to which Medicaid reform
legidation should be aimed at redirecting current Title X1X expenditures to home
and community-based pro?rams as opposed to expanding the number of persons
with developmental disabilities who receive federdlly-assisted services. A related
issue involves the basis upon which federal dollars are to be distributed to the states.
There are subgtantia variations in how states currently employ Medicaid dollarsin
their DD service ddivery systems. Proposas to limit future federa payments,
therefore, must confront the current uneven distribution of related Medicaid funds
among the states.

Proposed Solutions

While a wide variety of alternatives potentialy exist in this area of policy, the
possible approaches might be summarized as follows.

a Freeze federa financia participation (FFP) in the cost of operating large
ICE/MRs (i.e.. facilities with 16 or more beds), while [eaving existing
policies governing small, community-based ICF/MRs intact. Thisisthe
approach proposed in the Chafee/Horio bill. The basic rationade is that
the overarching goal of the legidlation (i.e., to foster a shift toward a
community-centered service delivery system) would be accomplished if the
sates were faced with explicit financia incentivesto continue to reduce the
number of residents in large ICF/MRs. In addition, the FFP savings that
would be achieved by capping federal paymentsto large ICF/MRswould
help to offset the increased costs associated with the bill's proposed new
community-based service coverages.

Advantages This approach clearly would place additiond
pressure on the states to downsize large ICF/MR-
certified facilities, since they would be forced to replace
federd dollars with state generd funds unless the state-
wide census was reduced at arate that permitted facilities
to remain within current budgetary levels.  Since most
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states are in the process of reducing their reliance on
large, multi-purpose institutional facilities and con-
currently expanding community-based services anyway, it
could be argued that a cap on federal payments to large
inditutions would smply reinforce this exiging policy
direction. Certainly, the legidation would grant the state
much wider latitude in claming Medicaid reimbursement
for abroad range of family and community-based services.
To the extent that a state already furnishes some of these
services without Medicaid assstance, it should have an
established base of matching funds and, therefore, be able
to finance a rather rapid expansion of community and
home-based dternatives to indtitutiond care.

In addition, because budgetary impact will be akey factor
in determining the fate of any Medicaid reform legidation,
the savings associated with the cap should make it
considerably easier to justify an expansion in Medicaid
coverage of community-based DD services.

Disadvantages Critics of the Chafee/Florio bill usudly
cite the cap on ingtitutional payments as the principa
reason why they are opposed to the legidation. Key
Congressman and Senators also oppose a cap on
institutional Medicaid expenditures, because they believe
it would set a precedent that could lead to further
reductions in Title XIX benefits. In summary, it seems
clear from the debate surroundi ng? the legidation that it
will be difficult, if not impossible, to enact Medicaid
reform Ieglslatlon that includes a Chafee-like limitation on
payments to large ICF/MR facilities.

Looking bevond the question of the politica feasibility of
capping fed ei:wmmts to large ingtitutions, one must
examine the likely impact of a cap on state fiscal policy.
As long as a state was in a position to reduce its
ingtitutional population at a rate that would permit it to
keep expenditures in large ICF/MRs within the freeze
level, apayment cap would have little if any impact on the
gate's capacity to expand community-based services a a

ace sufficient to absorb persons displaced from
Institutional settings. Since states have been reducing
their institutional populations at a rate of 4 to 7 percent
annualy over the past ten years, theoretically this goa
should be achievable.

However, the fact that states have less control over
ICF/MR expenditures today than they had three or four
years ago adds a new, unpredictable eement to the
dedsionmaking equation. The openrended requirements
of HCFA's new regulatory standards, as interpreted and
enforced through federa look-behind reviews, could easily
lead to a rapid escalation in the cost of operating |CH
MRS Under such a scenario, many states might find it
ible to offsat such cost increases through further

uct ons in ICFH/MR fecility populations. A freeze on
FFP related to the costs of operating large ingtitutions
under these circumstances would force a state to divert
date generd revenue dollars, which otherwise would be
used to expand and improve community-based DD ser-
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vices, to rectify ICF/MR deficiencies. As a reault,
policymakers in many sates could find themsdlves in a
position where they were unable to fulfill the basic aims of
the legidation, even if they were philosophicaly
committed to doing so.

While undoubtedly the provisions of the Chafeg/FHlorio
legidation would offer more reliable access to Medicaid
fundi nwr:] for family and community support services than is
possible under current law, the potential state and federal
budgetary ramifications of the legidation are highly
uncertain. Administration estimates of the fiscal impact
of the legislation suggest that the bill would increase
federal Medicaid spending by $1.3 hillion, or approxi-
mately 20 percent. In the context d development of the
federa budget, executive branch disagreement with CBO
estimates of the hill's fiscal impact could influence
whether the legidation is enacted.

For states, both the short and long-term ramifications of
the bill are difficult to estimate. The "entitlement”
provisons of the legidation introduce a potential "wild-
card" into state budgetary planning. If broadened access
to Medicaid-reimbursable family and community support
sarvices is trandated into subgtantidly higher demand for
such services, then a state may find that its pool of
currently unmatched dollars is rapidly exhausted and a
significant increase in state appropriations would be
necessary. In order to guard againgt such an outcome, a
date might find it necessary to pursue conservative imple-
mentation strategies, a course that might hinder the
achievement of the overarching objectives of the
legidation.

In addition, to the degree that such conservative strategies
are implemented, the CBO scenario of a net reduction in
federal aid might come to pass, an outcome that ulti
mately would result in reduced services. Ingtability in a
sate's community service budget could lead dected Sate
officids to cal for the same types of "cost containment”
measures that have afflicted Medicaid hedlth care pro-
grams during the 1980s. Hence, it is not entirdly clear that
providing uncapped reimbursement for community-based
sarvices, while smultaneoudy entitling a broader popu-
lation of persons with developmental disabilities to
services, wauld serve the long-term interests of the states
or peoplein need of such services.

Finaly, the Chafee/Horio legidation does not attempt to
address the problems associated with the current uneven
digtribution of federal Medicaid funds nationwide or the
variaions in state support for DD sarvices. The differing
positions of states with regard to the use of Medicaid
dollars, aswell asthe varying levels of state contributions
to support such services, means that the opportunities (or
potential drawbacks) presented by the legidation will

differ from state-to-state. While the legidation could

provide important opportunities for low-spending satesto
gan additiona federad dollars, it is not at al clear that
such an outcome could be guaranteed.
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Continue the traditiona approach to federal participation in the costs of
authorized Medicaid services by POS ng no cap on federal payments for
savices. The Waxman bill woul d dlow a date to choose to escape the cgps
presently imposed on HCB waiver programs by opting to cover community
habilitation services under its state Medicaid plan. Hence, conventiona
Medicaid policies would be reasserted in this aea of the Title XIX
program. This approach aso reflects the long-standing opposition of
Representative Waxman and other key House members to the imposition
of acap on any segment of Medicaid expenditures, aposition that has been
reiterated many times, particularly in response to the, Reagan Adminis-
tration's repeated attempts to impose an overdl celllng on federal Medicaid
payments.

The gpproach in HLR.5233 ds0 reemphasizes the fact that the Medicad
program is premised on a dtate's selection of optional service coverages
authorized by Congress. As a consequence, a state could increase Its
spending gby opting to cover community habilitation services) or limit its
spendi ng) by opting not to do so and, possibly, maintaining aHCB waiver
program).

Advantages Considered solely on the basis of the degree
of discretion afforded the states, the Waxman bill, in
comparison to the Chafee/Horio legidation, obvioudy
would permit a state to exercise greater control over the
use of Medicaid funds for community-based services. No
limits would apply to federd financia participation for
either indtitutional or community-based services. Hence,
a state would be partialy protected from the fiscal rami-
fications of increased federal scrutiny of ICF/MRs (i.e.,
the federal government would participate in its share of
the increased costs of such services). A state could
regulate the scope and range of community habilitation
sarvices and, consequently, exercise greater control over
this segment of its budget. Expansion of community-
based services would occur at a pace determined by state
policymakers, rather than being driven by entitlement
provisonsthat are difficult to manage.

In addition, while CBO has attributed a positive fiscal
impact to the Waxman hill, its estimate of the additional
costs associated with implementing the legidation is
relatively modest and should not pose such a serious
impediment to enactment of the legidation.

Disadvantages. In some respects, the disadvantages of
this legidation paralel those attributable to the
Chafee/Florio bill. For example, even though payments
for sarvicesin larger ICFH/MRs would not be capped, the
fact remains thet, In the absence of predictable ICF/MR

costs, state MR/DD budgets may still be destabilized by

increased federal regulatory oversight. In addition,

interstate  digtributiona  concerns  paraleling  those
atributable to the Chafee/Florio bill would be
experienced under the Waxman legidation.  Indeed,
should this legidation be enacted, it can be argued that the
present, uneven distribution of both state and federal

funds supporting DD long-term care services nationwide
might be accentuated, thus leaving unaddressed critical
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concerns about differentid access to services by persons
with developmenta disabilities.

In addition, it can be noted that the Waxman bill intro-
duces its own wild-card into the state-federd fiscal
equation: namely, increased federd oversight of
community-based services. To the degree such oversight
might lead to increased program expenditures, a state's
community services budget may be destabili zed, with the
state faced with the Hobbesian choice of maintaining
current services a the expense of broadening the number
of individuas recelving services.

Create an entirdly new approach to financing DD long-term care services
by employing an indexed, formula-based grant-in-aid approach to
distributing federal dollars to the states. Three Medicaid reform options
have been suggested which attempt to link greater state flexibility in
employing Title XIX funding on behaf of persons with deve opmenta
disabilities to the use of alimitation on the overdl leve of federd financid
stance. These proposas are:

New York's 1985 proposa to index federa Medicad
payments for developmental disabilities services to
inflation plus population change, while offering those
dates that do not employ Medicaid financing extensvely
additiona federd assistance in expanding services. The
New York proposa was premised on a concommitent
relaxation of federd regulation of programs.

e . ASPE/HHS's proposal to remove specialized MR/DD
benefits completdy from the Medicaid program, give each
date abase leve of federal assstance indexed to Inflation,
and provide additiona funding to those states that receive
federa payments below the national mean for al
participating states.

The Section 1915(d) waver authority enacted by
Congress as an optional means by which states may
furnish HCB services to ederly persons; as previousy
indicated, this authority indexes a state's present level
of federal assis-

tance to changes in prices and population but permits a
date to shift dollars awvay from ingtitutional services to
home and community-based services without any restric-
tions on the number of persons who may be served (asis
the case under the existing Section 1915(c) waiver
authority).

A consistent theme that runs through proposals of this type is that
decoupling payments to states for the provison of DD services from
Medicaid's customary funding mechanism represents a reasonable means of
trading off greater state flexibility for better control over future federa
outlays. While each of these proposals employs a different mechanism to
accomplish this trade-off, they are each premised on the notion that

Medicaid reform requires a fundamental rethinking of how federal dollars
flow to Sates.

These proposas may be distinguished from one another by the degree to
which federal policies would dictate the types of persons who receive
federally-assisted services and by the federa government's role in
overseeing state programs supported by federal dollars. The Admin-
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istration’s proposal, for example, would mandate that participating states
serve al persons with severe and profound disabilities and furnish them
with a minimum array of services. The proposal dso includes a proactive
federd role in regulating the quality of services furnished by states. The
New Y ork proposd, on the other hand, is premised on reducing the degree
of federa Intrusion into state programs. A Section 1915(d)-like waiver
authority, by contrast, smply would alow states to repackage current

dollars without dtering other areas of federa-state relations within the
context of the Medicaid program.

Advantages. Few knowledgeable observers would argue
that there are dignificant trade-offs between federal
funding levels and the ahility of states to control the scope
and range of DD services provided Undoubtedly, many
states would be willing to exchange controlled rates
growth in federd Medicaid receipts for enhanced capa-
bility to manage and direct the provison of services.

In addition, any of the various dternatives used to
implement this approach would have a neutral impact on
the federal budget deficit. By contrast, proposas that
utilize Medicad's current financing framework can have a
highly uncertain fiscal impact, as pointed out in the
discussion of some of the earlier options.

Disadvantages At the same time, however, this

generic approach poses many potentid  difficulties,
including:

Interstate Variations. Tying future federd assis-
tance to current Medicaid spending levels(i.e, in
order to hold harmless all states initidly), while
indexing the future rate of increase in total
federal outlays, could lock in existing interstate
variations in the distribution of federal assstance,
aong with the obvious inequities associated with
these variations. On the other hand, equaizing
assigtance among the states would be very expen
sive and, ultimately, would affect the attrac-
tiveness of such proposals from a federa

budgetary perspective.

Quality Assurance Issues. To the extent that the
federad government has a far-reaching role in
overseeing provider performance (in both
ICF/MRs and community-based service settings),
astate's acceptance of alimitation on federal aid
would subgtantidly increase its financid risk.
Vigorous enforcement of federdly-mandated
program standards would |eave a State liable for
paying 100 percent of any increase in the costs of
sarvices (Le., beyond its fixed federal alocation
level). Federal control of program standards, in
effect, would leave control over program costsin
the hands of the federd government, which would
not be financidly accountable for its actions.

Entitlement Issues. The viability of proposals to
limit federal assstance is directly related to the
conditions a state would have to meet to provide
adefined array of servicesto specified classes of
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persons with developmental disabilities.
Attaching entitlements to a closed-ended funding
program (as would occur under the ASPE/HHS
proposa) poses enormous financial risks for the
dates.

Thus, while it is legitimate to discuss trade-offs between funding
levels and enhanced state flexibility in pursuing cost effective
options for serving persons with developmenta disabilities, the
viability of any proposa depends on how it addresses each of the
foregoing issues.

SJummary

While the concept of trading off (in whole or in part) the "openendedness' of
Medicaid-financing in order to achieve other policy ams is a nomindly atractive
solution to the potentia fiscal problems entailed by Medicaid reform, each of the
potential solutions that have been offered thus far engender difficult policy
problems in their own right. In addition, it seems clear that a coherent strategy in
this area must recognize that it is extremely difficult to develop viable solutions that
address the problems faced by gtatesin aholigtic fashion.

E. ICF/MR Policies

Current federd regulations governing the ICF/MR program at once stand as a major factor
spurring the need to reformulate federal Title XIX policies aswedl as a particularly critica
eement in any effort to adopt coherent, holigtic policies ranging across dl types of Medicaid-
reimbursable services furnished on behdf of personswith developmentd disabilities.

1 Current Policy

Under exigting law, a state may certify afacility as an intermediate care facility for
the mentally retarded (ICF/MR) if it is capable of providing active treatment
services to persons with mentd retardation and related conditions and is found to be
in compliance with standards promulgated by the Secretary of Health and Human
Services (Section 1905(d) of the Social Security Act). Revised ICF/MR standards
were published by HHS on June 3, 1988 (53 FR 20447), with an effective date of
October 3, 1988. As the first maor rewrite of federa ICFH/MR policies since
Secretariad standards were initialy released in 1974, the June 3 revised regulations
contain potentialy far-reaching modifications in prior policy. Among the most
sgnificant changesare:

Federal re%ltjlatory requirements have been reorganized into a
sies of eght "conditions of participation™,inorder to improve the
objectivity of the compliance assessment process, according to
HCFA/HHS officids,

The emphasis has been shifted from process-oriented require-
ments and paperwork reviews to service outcomes, assessed
through the direct observation of resident-staff interactions
throughout the day, and

The revised regulations stress the provison of "continuous,
agoressve edtive treatment services' asthe central organising goal
o an ICF/MR fadlity.

To supplement its new regulatory standards, HCFA/HHS aso has published: (a)
new interpretive guidelines which eaborate on the intent of particular regulatory
requirements; and (b) revised surveyor forms, instructions and procedures that are
keyed to the god of ng afacility's performance in terms of the actud delivery
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of services to residents (HCFA Transmittal No. 212 to the State Operations
Manual, dated October, 1988).

Although HCFA's June 3 regulatory standards are new, they represent a
continuation of attempts by federa officials to change the basic approach to
asessing an | CF/MR's performance that began when HCFA launched its expanded
series of ICKH/MR validation ("look behind™) surveys in late 1984. Federa "look
behind" surveys have had the effect of trangferring enforcement authority from the
states to HCFA.. For while the states retain the basic authority under current law to
determine whether an ICF/MR facility is complying with federal regulatory
requirements, HCFA, through its ICF/MR look behind authority (Section
1910(c)(l) of the Act) has become the fina arbiter of compliance.

Since the states are usualy required to add staff or take other expensive corrective
actionsin order to respond to federal deficiency citations, the states also exercise
less control over the operating cogts of such facilities. The rapid increase in the per
capita cogt of providing ICF/MR services, therefore, can be viewed as an important
side effect of the federa government's "look behind" initiative. F anything,
publication of revised ICF/MR regulatory standards can be expected to accentuate
this trend, since the new rules provide a firmer basis for HCFA's approach to
ass&%inﬁ compliance and demand that state survey agencies adopt the same
approach.

Unresolved |ssues

The principd policy question that needs to be resolved is. are specific modifications
in federa law applicable to ICF/MRs needed, as an integral part of Medicaid
reform legidation, in order to facilitate holistic planning and program deve opment
within each participating state? In other words, can the oft-criticized ingtitutional
bias of Medicaid policy be diminated (or, at least, substantially reduced) by
expanding statutory authority to cover community DD services under state Medicaid
plans, while leaving the existing legal basis for covering ICF/IMR services
unchanged?

In considering this question, it isimportant to keep in mind that roughly 95 percent
of al federd Medicaid paymentsfor specialized DD services are channelled through
ICF/IMRs. Given the effects of the new federal regulations, coupled with the
ongoing impact of HCFA look behind reviews, the probability is high that the
upward spird in ICFH/MR costs will continue. If so, many states are likely to find it

difficult to expand community-based services further because of the necessity of
maintaining the certification status of existing ICF/MRs.

One f)os ble dternative available to the Sates is to emphasize the development of
small, community-based ICF/MRs.  Although this option has been used rather
extenavely by a number of sates over the past ten years, certain features of HCFA's
new ICF/MR rules will make it more difficult ~ and more expensive - to maintain
the certification status of such facilitiesin the future. Furthermore, the fundamental
precepts underlying the ICF/MR program are, in many ways, antithetical to
phll%sggﬁuesthat now underpin the delivery of community-based services. More
specificdly:

An ICFH/MR must serve as the hub of a 24 hour array of services
to its residents, at a time when the field of developmental

disabilities is emphasizing a plurdistic gpproach to the provision of
Lvices

The ICF/MR program is based on a strong clinical orientation to

the delivery of services - an orientation that HCFA's revised
operating standards strongly underscore - a atime when thefield
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isincressngly emphasizing greater independence for persons living
in the community,

Federa regulations specify that ICF/MR services must be
provided in congregate settings (i.e, four or more persons per
resdentid ste), when the field of developmentd disabilities is
moving toward more individudized living arangements with
gppropriate supportive services, and

Medicaid regulations prohibit a state from claiming Title X1X
reimbursement for vocationally-oriented services on behalf of
ICF/MR residents at atime when most experts would agree that,
with the exception of arelatively small number of adults with
extremely complex disabilities, most persons with developmental
disahilities can benefit from productive work, if the job tasks are
approprlately strulcéz%ljred and the proper supportlve services are
avalable

Advocates of community-based services generally have rejected the precepts that
underlie the provision of ICF/MR services (even though significant efforts have
been made in some states, with mixed success, to accommodate those precepts to
the overarching goas of community-based services). The basic question, therefore,
is not whether any newly created Medicaid authority to support home and
community-based services should be patterned after the ICFH/MR modd, but rather
whether it is possible for such anew authority to coexist with the ICF/MR program
in the absence of any statutorily sanctioned method of bridging the philosophical
and practical differences between two very different approaches to organizing,
delivering and financing specialized long term care services for persons wit
developmentd disabilities through the Medicaid program.

Proposed Solutions

der}e possible approaches to modifying ICF/MR policies can be summarized as
ows

a Require astate, as a condition of covering a specified array of home and
community-based services under its Medicaid state plan, to provide
assurances satisfactory to the Secretary that, within one year of the
effective date of coverage of such state plan services, it will promulgate
and periodicaly revise along range implementation strategy for effectively
utilizing Medicaid payments on behalf of persons with menta retardation
and related conditions. This written implementation strategy would have
to spell out a coordinated approach to using payments received under
various Medicaid state plan options to serve such persons, including
ICHMR residents, participants in community-based services (either under
an HCB waiver, anewly crested state plan coverage or existing state plan
options) and maoproprlately placed nursing facility resdents. In
developing its implementation strategy, a state would be obligated to
circulate a draft copy for public comments and hold public hearings to
obtain feedback from interested individuas and organizations.

. Advantages The principa rationale for requiring each
participating state to develop along rangeimplementation
drategy is to ensure that: (1) an appropriate statutory
framework exists in each state for making decisions
regarding the use of Title X1X financing on behaf of per-
sons with mentdl retardation and related conditions that
encompasses al relevant aspects of Medicaid policy, an
(b) various actors who have a stake in the provison of
services to persons with developmental disabilities (i.e.,
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provider agencies, parent/advocacy organizations, pro
fessond organizations; unions, efc.) have an opportunity
to partlc ate in the development of the state's future
policies asthey relae to the utilization of Medi-
oad doIIars In the absence of an established method of
bridging the philosophical and practical differences
between Title XIX financing of ICF/MRs on the one
hand and community-based services on the other, the cur -
rent tensions that characterize the provision of
developmenta disabilities services in mogt states will be
very difficult to resolve. The cregtion of a open, holistic
planning process, in and of itsdf, would not necesanly
lead to the resolution of these complex issues, but at |east
it would provide a more rational framework for
confronting and solving such issues.

Disadvantages. Some will argue that Medicaid is, by its
very nature, afinancing program under which states have
broad discretion to organize and deliver services as they
see fit, provided basic statutory parameters governing
client e|IC]IbI|I'[y and the scope of permissible sarvices are
met; detalled planning requirements, therefore, smply are
not compatible with the underlying purpose or historica
ams of the program.

Such individuals will point out, quite correctly, that
Congress has rardly, if ever, attached panning require-
ments as a condition of covering an optiond Medicaid
service, and argue that to do so in the case of speciaized
devdlopmental disabilities services would create an
inappropriate precedent within the overall operating
context of the Title XIX program.

Allow states, on an optional basis, to enter into an agreement with the
Secretary to control future growth in ICF/MR cogts. Thisapproach would
build on experience within the Medicaid home and community-based
waiver program; however, instead of simply specifying projected census
levels and average per capita expenditures of ICF/MRSs, the state would
ngotl ate with the Secretary adetailed, five-year plan for managing further

uctions in ICF/MRs and expandl ng home and community-based
services.  This plan would specify not only the strategies, resources
commitments and timetables the state would follow in reducing its reliance
on ICF/MR beds and expanding the availability of home and community-
based services, but also indicate the specific steps the state would take to
assu(;e Ehat its ICF/MRs remained in compliance with federal operating
standards.

If an ICF/MR were found out of compliance with federa certification
requirements and the state as well as HCFA agreed that expenditures in
excess of the amount contained in the state's projected ICF/MR spending
for the given fisca year would be essentid to correct such deficiencies, the
state's plan of correction would be subject to review by a nationa panel of
experts before it was findly approved or disapproved by the Secretary. If
such acorrection plan were approved, dl such "excess' expenditures would
be subject to FFP at the state's regular service matching ratio. However,
the Secretary would be obli ]gated to submit an annual report to Congress,
reporting on the status of such agreements between the states and
HHS/HCFA, including the sate's origind ICF/MR expenditure pro-
jections, any revisions in such projections occurring during the year, the
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reasons for such revisions, and any systemic steps that should be taken to
control future increases in ICF/MR operating costs.

Advantages. This approach would create a logical plan
ning and implementation framework within which the
federal government and individua states could negotiate
dl of the ramifications of systemwide changes that are
occurring — and presumably would continue to occur — in
the ddivery of Medicaid-financed services to persons with
developmental disabilities. At present, states complain
that they are subject to being whipsawed by the unpre-
dictable results of ICF/MR surveys, which can undermine
the best laid plans to expand and enhance community-
based services. By forcing long range resource commit-
ments involving community expanson and ICFMR
improvements into the same decisionmaking framework,
both HCFA and the subject state would be required to
\élvelgh the interrdlated, systemwide consequences of any
ans

States would retain autharity to clam full federd financia

participation in the cost of operating ICF/MRs, regardless
of their bed capacity - a fact that should answer a
principal concern of critics of the Chafee/Horio freeze
proposd. Y et, at the same time, both the federal govern
ment and the states would have stronger incentives to

control the growth in ICF/MR expenditures ~ the states
because their plans to expand community-based services
would hinge, to alarge extent, on their cgpacity to main-
tain ICF/MR expenditures on a predictable course; and
the federal government because the Secretary would be
required to ustify all extraordinary increases in ICF/MR

outlays in an annua report to Congress. [N.B., Under

current policy, increases in ICF/MR codts that occur as a
result of the correction of deficiencies resulting from

federa or state surveys are indistinguishable from other

gtate claims and, furthermore, usually are not reflected in
federal-state fiscal reports until at least ayear (and often

2-3 years) dter thefact.]

Although this approach is designed to be used in con-
junction with astate's decision to cover optiona home and
community-based services under its sate Medicaid plan, it
is flexible enough that it could be used with other cover-
age options, including a Section 1915(d)-like waiver or a
modified Section 1915(c) waiver.

Disadvantages. This approach issmilar, in many ways, to
the existing | CF/MR reduction/correction plan option
under Section 1922 of the Act.  Therefore, it isimportant

Under Section 1922, when the decertification of an ICF/MR is threatened, a state
may propose athree-year phase-down plan that will: () result in areduction of the
number of persons served in the facility; and, (b) at the end of the three-year period
assure that the facility complies with dl regulations. Conceived of as a middle-roed
between the disruption that stems from immediate decertification and the often
times extended period of time needed to bring (continued, following page)
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to point out that, as of December, 1988, HCFA/HHS had
yet to formdly apProve a sngle Section 1922 reduction/
correction plan; furthermore, even though the 100th
Congress modified this statutory authority before
adjourning, it seems unredidtic to expect that Section 1922
will ever serve as more than a last ditch response to
imminent decertification. Under the circumstances, it
would be overly-optimigtic to assume that a similar
discretionary authority would yield significantly better
results as a mechanism for resolving the competing
interests that must be balanced in any long term,
systemwide reconfiguration of services.

Opposition to such a proposad can be expected from
ingtitutional parent groups and unions, who are likely to
view it as another device to further the states
deingtitutiondization policies. While it might be possible
to dleviate some of these concerns by building into the
proposa provisions for public review and employee
protections similar to those already mandated under
Section 1922, the more conditions that are attached to the
approval process, the harder it will be for states to take
advantage of the opportunities offered by such a
discretionary authority.

Furthermore, even if one were to accept the underlying
premises, it seems likely that the proposed approach
would serve as ardatively week restraint on the growth in
ICF/MR costs. Even under the best of circumstances, it
is extraordinarily difficult to predict the way in which the
pressures to perform within any given ICF/MR influences
the capacity of facility managers to maintain compliance
with federal operating standards, while at the same time
remaining within pre-established expenditure levels. The
recently published revison in HCFA's ICFH/MR standards,
with al the uncertainties they pose regarding future
budgetary impacts, makes this task doubly difficult. In
view of these redlities, states might decide that the course
of least resistance when faced with the prospect of having
afacility decertified isto escalate ICF/MR expenditures.

Findly, from the point of view of professona and citizen
advocates of community-based services, this gpproach, no
doubt, would be considered a poor substitute for a
mandate to reduce the capacity of large ICF/MR
fecilities, or, at leadt, to freeze the level of Medicad

(continued from preceding page) a facility into compliance, Section 1922 is roughly
similar in its aims to the waivers that were extended to states to come into
compliance with the 1974 ICF/MR regulations. The course of facility census
reduction was advocated as a more economica approach to securing ultimate
compliance than a state's throwing new resources at a non-compliant facility.
Present HCFA regulations, however, disqudify deficiencies in "active treatment”
sarvices as a basis for the submission of a Section 1922 request. In addition, present
regulations require that a state develop an extremedy comprehensive plan within a
very short period of timein order to utilize the Section 1922 provisons.
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funding of such facilities. Also, to the extent that savings
inindgitutiond Medicaid spending is seen as a prerequisite
to convincing Congress of the wisdom of adding homeand
community- services as a coverage under Title X1X,
an optional approach to holding down ICF/MR
expenditures is likdy to tyleld far less savings than the
mandatory Chafee/Florio freeze proposal.

Impose a statutory moratorium on enforcing the active treatment
requirements of the June 3, 1988 revised rules, pend ng_the_ outcome of a
mandated review of HCFA's current regulatory definition of active
treatment (including associated interpretive quiddines) as wel as the
agency's methodology for assessing compliance with this requlatory
condition of participation. Under this approach, the Secretary would be
required to establish a nationd commission, consisting of a representative
group of experts in delivering ICF/MR services to persons with
developmental disabilities, to conduct a study and formulate
recommendations to Congress and the Secretary on steps that should be
taken to assure a more consistent application of active treatment regulatory
standards, from facility to facility and state to state. The Secretary, in turn,
should be required to publish the findings and recommendations of this
study as a Federd Register notice and solicit public comments. Once these
comments were received and ardlyzed, the Secretary should be obligated to
publish, by a date specified in law, any necessary modificationsin gpplicable
regulations and guidelines to implement a revised procedure for assessing

compliance with the active treatment condition of participation. During the
period of this satutory moratorium, the former regulatory requirements

governing active treatment should be used as the basis for assessing

compliance.

Advantages A temporary moratorium on enforcement of
the new active treatment requirements would remove one
of the mgor causative factors that lead to uncertainties
surrounding future ICF/MR expenditure levels. As such

it should make it easier for states to maintain control of
ICF/MR spending levels over time and, thus, to pursue
their systemic reconfiguration goals.

In addition, the appointment of a nationa commission
would place contentious questions surrounding the
operational definition of active treatment and methods of
asessing compliance with related federd regulatory
requirements into a forum where they could be resolved
and new national consensus struck. Under present law, it
can be argued, that such problems will continue to fester
until they result in a level of federal-state and state-
provider conflict that will be more difficult to resolve. A
similar technique was used with considerable success in
1984-86, when nursng home advocates, Congress, the
dtates and the Reagan Administration were at logoerheads
over the best approach to regulating Medicare and
Medicaid-certified nursng homes.

Findly, the approach itsdlf is straight-forward and easy to
explain. As such, it should be smpler to rally state and
provider support behind it — afact which should improve
the prospects of enactment.

Disadvantages. This proposd is certain to be viewed as a
dilatory tactic in many quarters - i.e., just another
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technique to avoid accountability for substandard
performance. HCFA officials can be expected to argue
that an extraordinary effort was made to involve
consumer, provider and professional interest groups
during the sixyear process of developing the revised
ICF/MR standards and, therefore, it is fair to say that the
new active treatment requirements reflect current state-of-
the-art thinking in the field of developmental disabilities.
They aso will contend that extensive efforts have been
made to make the revised ICF/MR survey process, as it
relates to a facility's compliance with the active
treatment standards, as objective as possible. These
arguments, no doubt, will have a telling impact on many
professionals and consumers, as well as some service
providers, who can be expected to oppose such a statutory
moratorium.

If one were to conclude that a statutory moratorium is
desirable and could be enacted despite such opposition,
the states could not necessarily expect that the
vulnerability of ICF/MRs to decertification actions on the
grounds of failing to provide active treatment would be
removed. Indeed, HCFA was citing facilities for active
treatment deficiencies long before the issuance of final,
revised standards, and could be expected to continue this
policy even if a statutory moratorium were enacted by
Congress.

Support the enactment of selected statutory clarifications in federal

ICF/MR policies, which are aimed at establishing a clearer framework for

developing HHS/HCFA requlations governing the operation of such
facilities. This approach would attempt to strike a balance between a
general delegation of regulatory authority to the Secretary (as under

current law) and the addition of detailed, highly prescriptive standards to
Title X1X of the Social Security Act (as proposed in the Waxman bill).
Although the specifics of such a proposal would have to be developed, the
underlying notion is that a separation would be made between basic policy

benchmarks (that would be incorporated in law) and the operational

manifestations of such policies (that would be contained in HHS/HCFA
regulations). The expectation isthat basic policies would be relatively
immutable (i.e., unlikely to require periodic updating), while the contents of
the regulations probably would have to be revised from time to time to
offer clearer guidance to operators of ICF/MR facilities.

Advantages. This approach might placate critics of the
Chafee/Florio bill, who feel that, besides its other defects,
S.1673/H.R.3454 would tilt Medicaid policy too far in the
direction of community-based services. Regardless of the
accuracy of this perception, there may be merit in pro-
moting a piece of legislation that makes a conscious
attempt to clarify federal law as it applies to ICF/MRs. It
seems clear that Mr. Waxman's bill, despite one's views
regarding its merits as introduced, is an attempt to satisfy
the various competing forces in the debate over DD Medi-
caid reform legislation. Given this fact, it can be argued
that it simply will not be possible to enact DD Medicaid
reform legislation unless it contains improved assurances
that high quality standards will be maintained in ICF
IMRs. If so, the challenge isto draft a proposal that deals
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F.

with any real or perceived defects in Title Il of Mr.
Waxman's hill.

Disadvantages. To begin with, it would be an extremely
difficult task to redraft Title Il of H.R.5233, since no
doubt it would be necessary to justify every change that is
proposed because Waxman's staff begins with a bias
toward maintaining as much parallelism as possible
between Medicaid statutory provisions governing nursing
facilities and ICF/MRs. Furthermore, any attempt to
make basic changes in Title Il of the bill probably would
be opposed by institutional parent groups and organized
labor, who would view such modifications as an effort to
water down the contents of the bill asintroduced.

Putting aside the question of opposition to changes in
Title Il of the Waxman bill, it is not clear that it would be
possible to achieve consensus on what constitutes the
basic requirements that should appear in federal law vs.
policies that should be spelled out in administrative
regulations. At best, the process of negotiating such an
agreement would be long and tortuous.

Even if an agreement could be reached, the direct benefits
of including additional provisions governing the operation
of ICF/MRs in federal law are difficult to perceive.
HCFA regulations already spell out, at great length, the
conditions under which a facility may be certified as an
ICF/MR provider and the methods and procedures to be
used in making such certification decisions. These
regulatory provisions have the effect of law. Why then,
one might ask, is it necessary to enact further statutory
provisions on this subject? Would it not be easier to seek
modifications in those particular aspects of the federal
regulations that are causing problems?

Summary

Despite, then, the frustrations spawned by present federal policies governing the
ICF/MR program, it is far from clear that a consensus could be formed to
undertake major changes in the structure and purposes of this program. At the
same time, however, failure to reconcile ICF/MR policies with the philosophical
directions advanced for community services by Medicaid reform advocates |eads to
aclear danger that the present bifurcation in state service delivery systems will
persist.

Appropriate Placement of Persons with Developmental Disabilities

Related to issuesin eligibility and ICF/MR policiesis the issue raised by Representative
Waxman in H.R.5233: namely, should federal policies be established that would directly
regulate the admission of persons with developmental disabilitiesto ICF/MRs? Thisissueis
sufficiently important to be considered on its own merits.

1.

Current Law

Under existing Medicaid law, states are given broad latitude in establishing
admission and continued stay criteria applicable to persons served in Title X1X-
certified intermediate care facilities for the mentally retarded (ICF/MRs). To be
found eligible for ICF/MR services, an individual must: (a) meet the state's
Medicaid income/resource eligibility standards; (b) be determined to be mentally
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retarded or have a condition related to mental retardation; and (c) be found to bein
need of long term care services provided in an ingtitutional setting.  In defining

merlltdly raagded delmd persfons IWlth rel atgd oondll'q ons', c%rrent HCFF?\
regulations and guidelines specify only in general terms the types of personswho
may be served in ICF/MRs. Thetask of establishin operatlonafm criteriagoverning
admission to, and continued stays in, ICF/MRSs, therefore, is left largely to the
discretion of each participating sate.

Unresolved |ssues

One question that is certain to arise in the context of Congressiona consideration of
Medicaid reform legidation affecting persons with developmenta disabilities is
whether federa law should contain a more specific set of parameters governing
admissibility to ICF/MRs. Indeed, Section 301 of the Waxman hill poses this issue
by recommending the establishment of a preadmission screening and resident
review program applicable to ICF/MRs that paralels the nursing home reform
provisons of Section 1919(e)(7) of the Act, as added by the 1987 reconciliation
legidation. The mogt basic question that needs to be answered is should there be
national standards of digibility governing admission to, and continued stays in,
ICF/MR facilities; and, it so, should the Secretary of Health and Human Services
be empowered to establish such standards? In addition, assuming that national
standards are developed, one must decide whether the preadmission
screening/resident review requirements presently applicable to Medicaid-certified
nursing facilities congtitutes an appropriate legidative modd for establishing such
standards. Furthermore, what relationship should such standards, if enacted, have
to digibility for other Medicaid-rembursable services?

From the states persective, the major drawback of Section 301 of the Waxman
bill is that it would grant the Secretary unlimited power to tighten ICF/MR
eigibility criteria and, thereby, restrict the number and types of persons dligible to
receive such services. At a time when the Executive Branch (i.e. OMB) places
highest priority on containing the growth in federal Medicaid outlays, such an
authority could result in an effort by OMB to modulate ICF/MR
admission/continued stay criteria to fit the Administration's fiscal goals. It is
important to note that such a policy would not only restrict participation in ICF/MR
serwcea it dso would Emit participation in HCB waiver programs as well as
"community habilitation services' (as proposed under the Waxman hill), since
Fli%bi I1!ty for the latter services are directly tied to an individud's need for ICF/MR
eve of care

Finaly, there are a number of pitfalls to patterning ICF/MR preadmission
screening and resident review requirements after the provisions of the 1987 nursing
home reform legidation. As originaly introduced, Section 301 of H.R. 5233, for
example, would direct the states to determine (and redetermine annually thereafter)
whether each current ICF/MR resident needs active treatment and arrange to
transfer those who do to afacility in which they can receive such services. But, the
legidation constitutes something of a non %wtur since, by definition, the only
setting in which active trestment can be provided isan ICHMR!

Proposed Solutions

There are several possible aternative approaches to addressing the question of
nationd |CFHMR admission criteria, including the following:

a Opposethe promulgation of national | CF/M R admission/continued stay
criteria. This option would leave in place existing law, thus preserving Sate
discretion in this area of ICF/MR poalicy.
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Advantages. Current law implicitly recognizes that:

the views of the field regarding the types of
persons who require services that can be
furnished most effectively in an ICF/MR have
changed considerably over recent years and are
likely to continue to change in the years ahead;

there remains substantial disagreement in the
fiedd of developmenta disabilities concerning the
profile of service needs that should eguate with
agrr}lssblllty to, or continued residence in, an
ICHMR;

the states are at different stages in the develop-
ment of community Service networks and, conse-
quently, vary significantly with regard to the
number and types of persons served in ICF/MRs.

All of the factors outlined above argue persuasively for the
retention of a substantia degree of date flexibility in
establishing ICF/MR admission/continued stay criteria.
To begin with, it is hard to conceive how a national
criteria, based on functional indicators, could be
developed without causng mgor didocations in many
states. For example, there undoubtedly would be a
consderable number of existing ICF/MR resdents who
might not be considered appropriate candidates for
admission under current practices, as they mi%ht be
atticulated in a st of nationd criteria, but, nonetheless,
need a structured living and programming environment
that either may not be available or may not be deemed
appropriate given the current affective needs of the
paticular individud.

Furthermore, in view of the current dynamic Situation
facing the fidd, it is not clear that the promulgation of
national criteriais either desirable or feasible. Even if
one were to assume that a national consensus could be
achieved (a highly dubious assumption at best), the like-
lihood is that any uniform national criteria soon would
become obsolete as concepts of appropriate programming
continued to evolve.

Disadvantages. The existing interstate variations in
Rgtl'l CrI%S q?_verni n%l ICF/IMR agrlnisﬂ t%ns t%oses n(t)&i c?fus
iol icy problems, especidly within the co a
Fiece of_Pe%i?e/at?on that is d&igneo?_/to "clean uﬁ' Medicad
aw as it Impacts on the operation of such facilities.
Regardless of views concerning the need to retain state
flexibility in this area of Medicaid palicy, it can be argued
that adamant opposition to changes in existing law would
not be well advised if, as appears likely, Congress is
committed to modifying current policy in some

In addition, accepting the proposition that the lack of a
coherent means of rationalizing Medicaid financing for
ICF/MRs and community-based services reBr&eents a
fundamental barrier to true reform, it could be argued
that a properly structured process for developing ICHMR
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admission/continued stay criteria may contribute to the
removal of such barriers and the forging of a new
consensus within the developmental disabilities fidld.

Direct the Secretary to contract with a disinterested organization to
soonsor an indepth study of ICF/MR admission policies and make
recommendations to Congress and the Secretary of HHS The organi-
zation sdlected to host this study would be directed to appoint a nationd
study pandl, the membership of which would be broadly representative of
various segments of the developmental disabilities community that have a
stake in the operations of ICF/MR facilities (e.q., consumer repre-
sentatives, public and private providers, state agencies, unions, €ic). The
mission of the study panel would be to: (a) analyze the impact of current
|ooI|C|e§ and (b) make specific recommendations for improving existing
aws, regulations and practices governing admission to, and continued stays
in, ICF/MR-certified facilities. As noted earlier, this same basic approach
was used successfully in 1984 to resolve the politicd impasse over the
regulaion of federdly-asssted nurang homes.

Advantages. This approach would remove the question of
ICFIMR admission criteria from the political arena and
place it in a framework where it would be subject to
intensive scrutiny and debate, which might lead to a .
resolution acceptable to all interested parties. In the
absence of such an in-depth study, it seems highly unlikely
that an acceptable middle ground can be found that Is
satisfactory to Congress, the sates and HCFA/HHS.

Disadvantages. One of the major drawbacks of this
approach is that it may be viewed as a dilatory tactic.
Proposals to "study the issue" are often viewed with
skepticism in Congress.

In addition, it is difficult to predict the types of
recommendations that might emerge from a national
study group. Given the complexity of the issues involved
and the divergent views of key actorsin the field, thereis
no assurance that the final recommendations of the study
group would form the basis of an acceptable compromise.

Reguire any state that covers ICHMR services under its Title X1X plan,
or after a satutorily specified date (say, for example, one year after the
effective date of the legidation), to begin using valid and reiable
instruments, approved by the Secretary, to assess the service needs of
persons with mental retardation and related conditions who: (a) are
applicants for admisson to an ICE/MR; or (b) have resded in such a
facility for at least 12 months since their most recent reassessment.
Under this approach participating states would be obligated to use a
Secretaridl ty approved assessment instrument(s) as part of al preadmission
reviews of applicants for placement in an ICF/MR. The completion of
such a preadmission assessment would become a condition of federa
financid participation.

Furthermore, state and federd ICF/MR survey teamswould be required to
assess the continuing need of the facility's residents for active treatment
services. Thisinitid assessment wauld be conducted as part of the regular
survey/vaidation process, using the sample of clients sdected i

accordance with the methodology spelled out in HCFA quidelines. Where
the number of inappropriately placed persons identified during this phase
of the survey exceeded athreshold level established by the Secretary, the
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survey team would be required to conduct a more indepth assessment of
the service needs of the facility's residents. Following this secondary review,
depending on the number of misplaced residents in proportion to the
facility's total population, the single state Medicaid agency (or HCFA inthe
case of federal validation surveys) would be directed to either: (a) decertify
the facility on the grounds that it no longer met the basic statutory
conditions for Ipartici pation in the Medicaid program; or (b) withdraw FFP
on behdf of dl resdents found to be inappropriately placed.

Advantages. This gpproach would avoid assigning broad,
und&m% authority to the Secretary of HHS, while at the
same time putting in place a mechanism for assuring that
persons with developmental disabilities receive an
appropriate range and intensity of services and are not
retained in an ICF/MR when they could benefit from a
less redrictive living/programming environment.  In
addition, the capacity of each state to tailor its annual
assessment program to the unique aspects of its current
circumstances vis-a-visthe evolution of ICH/MR sarvices
aso would be preserved.

Not only would this gpproach provide a more effective and
potentidly less disruptive means of monitoring the
appropriateness of ICF/MR placements, but it would help
to fill the void that would be created by the proposed
repeal of existing utilization review and inspection of care
functions under Section 302 of H.R. 5233. By
incorporating into the federa-state ICF/MR survey
process an annua assessment of the continuing need of a
Teculty's resdents for ICF/MR leve of care, many of the
limitations inherent in the current, paralel process of
IOC/UR reviews could be avoided. Furthermore, the
requirement that, in conducting such level of care reviews,
dates use scientificaly validated assessment insruments
that have been approved by HHS'HCFA should add to
the objectivity of the findings of such reviews

b. Disadvantages. As long as the states are able to exercise
discretion in determining the gppropriateness of ICHMR
placements, the basic objective of establishing a uniform
national digibility floor would be undermined. In other
words, it could be argued that the goals of national
uniformity and gate flexibility are smply incompatible.
Thus, to the extent that Congress aim is to achieve a
national standard of €eligibility for admission to, and
continued stays in, ICF/MR facilities, this proposed
gpproach might prove to be unacceptable.

Until the passage of the "nursing home reform” provisions of OBRA-87, medical
review and inspection of care were conceived as assuring an independent, periodic
assessment of the gppropriateness of Medicaid-financed long-term care placements.
In OBRA-87, Congress decided to repeal these requirements (effective in 1990),
based on findings that neither activity yielded the desired results. Representative
Waxman's proposal to repeal such provisions governing ICF/MR placements is
based on the perceived ineffectiveness of these. activities. As a subdtitute,
preadmission screening would be strengthened (principally through the proposed
promulgation of national assessment criteria and assigning responsbility for such
screening to an "independent” agency) and resident review activities integrated with
facility survey protocols.

-106-



G.

Summary

While it might be argued that it is a reasonable course of action for the federa
overnment to assure that very costly ICF/MR services are only being furnished to

the individuals for whom they are most appropriate, how such “targeting” might be
achieved without causing mgjor disruption isacomplex issue.

Employee Protections

The question of whether changes in federd Title XIX policies ought to be linked, in some
fashion or another, to their potentia effects on public employees serving persons with
developmenta disabilities in state-run facilities has represented a bone of contention in
recent debate concerning reformulating present Medicaid policies. While clearly standing
apart from the more central subjects of this debate, the issues in this area must be reckoned
with if policy change isto occur.

1

Current Policy

Federal "employee protection plans’ were initially mandated under the
Developmenta Disabilities Assistance and Bill of Rights Act, when it was
reauthorized in 1975 (P.L. 94-103). Specificaly, Section 122(6)(B) of the Act
stipulated thet "the [state DD Council's| plan must provide for fair and equitable
arrana%Oements (as determined by the Secretary after consultation with the Secretary
of Labor) to protect the interests of employees affected by actions under the plan to
provide aternative community living arrangement services, including arrangements
designed to preserve employee rights and benefits and to provide training and
retraining of such employees where necessary and arrangements under which
maximum efforts will be made to guaranteethe employment of such employees.”

This provision is still contained in the Act. However, since the federa
devedopmenta disabilities program provides extremdy limited support for direct
sarvices, Section 122(6)(B) of the Act has had little practicd effect on the ddlivery of
community-based resdentid services.

Under current Medicaid law, as amended in 1986, any state that submits a Section
1922 ICF/MR reduction plan (see above) must provide the Secretary with
assurances that the interests of affected &cility employees will be adequately
protected. More specificaly, these protections must include provisions for traning
and retraining such employees where necessary, redeployment of facility saff to
community settings, as well as maximum efforts to guarantee continuity of
employment for al such individuas (Section 1922(c)(7) of the Socia Security Act).
Currently, HCFA regulations implementing Section 1922 preclude dates from
developing reduction plans that address active treatment deficiencies and, asa
result, no such plans have been approved to date, even though the legidative
authority has been on the statute books for over 2 1/2 years. However, an
amendment contained in the 1988 tax corrections act (P.L. 100-647) explicitly
permits states to submit ICF/MR correction/reduction plans that deal with active
trestment deficiencies and, consequently, HCFA will have to revise its Section 1922
regulations. [N.B., As this report was being completed, a draft regulatory revision
was under discussion within HCFA, for possble publication early in 1989

Unresolved |ssues

The most critical question to be resolved is. under what circumstances, if any,
should federd policies require the states to devel op affirmative plans to protect the
legitimate interests of public and private employees? A closdly related question is:
how should any new federd policy initiatives In this area intersect with existing
collective bargaining agreements and current efforts to achieve parity between the
wages and benefits of employeesin the public vs. the private sector?
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The fact that public employees of state-run facilities represent a political force that
must be reckoned with elevates these issues to a high level of importance in
attempting to change present policies to direct an increasing share of Medicaid
dollars to the largely privately -operated community-based service ddivery sysem.

Proposed Solutions

The potential approaches to addressing the issues of employee protections and staff
continuity might be summearized asfollows:

a

Add provisonsto Title XIX that would paralld the provisions contained

in the DD Act, thereby requiring each participating state to outline "fair
and equitable provisons' to protect the interests of public employees
affected by the transfer of eigible individuds from state ingtitutions to
community-based facilities and programs that are recipients of Medicaid
financial assistance. States would be obligated under this approach to
make maximum efforts to provide such employees with jobs, including

arrangements designed to preserve employee rights/benefits and, where
necessary, to make available training and retraining opportunities. Thisis
the approach used in the Chafee/Florio bill. The bill does not contain
smilar protections for employees of private facilities, however, each sate
would be required to outline in its implementation strategy procedures for
assuring fair employment standards and equitable compensation was
available to workers in private programs and facilities that offered Title
XIX-reimbursable servicesto digible individuas with severe disabilities.

Advantages Employee protection provisons smilar to
those contained in the Chafee/Florio measure would: (&)

enable dates to continue to implement current
arrangements to address the concerns of public employees
who are effected by efforts to reduce the censuses of large
facilities; and (b) alow each state to tailor its gpproach to

employee protections in away that is appropriate to the
unigue situation and conditions that exist in the state's
indtitutional and community-based service system.

The evidence from the closure of public MR centers over
the past few years suggests that it is possible to reduce a
state's reliance on large congregate facilities without
causing undue didocations for the employees of such
facilities, if a state implements a multifaceted strategy to
assst employees to located dternative jobs and makes
related adjustments in personnd policies. The reatively
non-directive provisions of the Chafee/Florio bill would
not automatically require a state to undertake costly
initiatives that could be interpreted as an openended
guarantee of employment for al affected workers.

Disadvantages.  In__general, unions representing

employees of public ICF/MRs have expressed the view
that the emBI oyee protection provisons of the
Chafee/Florio bill are inadeguate. = Citing examples of

poorly planned and hadtily executed facility closures, they
contend that, in the absence of explicit federd safeguards,
emﬁleoe/ees of state-operated MR facilities will be subject
to the loss of their jobs with little prior notice or assstance
in finding suitable dternative forms of employment.

More importantly, public employees unions believe that
the provisions of a bill that would offer states financial
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incentives to expand home and community-based services

and further reduce the populations of large publicly-
operated residentid facilities would work to the detriment
of the employees in such facilities, regardless of te
planning requirements imposed on the states— especidly
snce most Sates have eected to emphasize the provision
of community-based day and residentid services through
private vendor agencies, where staff salaries for
comparable positions are typicaly considerably below
Sate pay scaes.

From apolitica standpoint, the views of public employees
and the unions that represent them must be given
credence; the unions are viewed, in many circles, as a
force that must be reckoned with in the formulation of
Medicaid reform legidation affecting persons with
developmentd disabilities.

Another potentia disadvantage of the generd language of
the Chafee/Horio bill is that it offers little explicit
guidance to gates in implementing employee protection
plans. Consequently, the contents of such plans could be
the source of consderable friction. State DD councils, for
example, have encountered a good ded of confusion in
implementing the parallel provisions of the DD Act.
Because of the vastly greater dollars involved, such
problems could be expected to be magnified severd fold if
smilar language wereincluded in Title XIX.

Require states to provide assurances that certain explicit job protections
will be afforded to employees whose jobs may be affected by the coverage
of community habilitation services under state Medicad plans. This, in
essence, IS the gpproach used in the proposed Waxman hill. Section 501 of
H.R. 5233 would require states that elect to cover "community habilitation
services' or seek approva of an ICF/MR reduction plan to make specified
arrangements to protect the interests of affected public or private
employees, including: @ preservation of their rights under existing
collective bargaining agreements; (b) protections against aworseni ng? of the
circumstances of employment; (c) assurance of employment for facility
employees a the same pay level and leve of responsibility; (d) paid training
and retraining to qualify for alternative employment opportunities in
"community habilitation services'; and (€) a grievance procedure that meets
certain minimum requirements.

Advantages. This approach would offer significant
protections to employees of publicly-operated indtitutions.
Although it would not give public employee unions
everything they are seeking in federd legidation (eg., a
requirement that the states operate community day and
resdential services directly), the Waxman language would
be acceptable to most unions and the employees they
represent. Even if one feels such language is unnecessary
or undesirable, it may prove to be an essential
precondition to enacting legidation.

The mandatory retraining requirement in the Waxman bill
aso would provide greater assurance that professiona and
para-professond dtaff, with expertise and experience in
sarving individuals with severe disabilities, are afforded
the opportunity to continue to serve such individuals once
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they move from large, Sate-operated inditutions to small
community-based settings. The result could be better
continuity of care for individuas with developmental
disabilities asthey are trangitioned from an indtitutionaly-
based to a community-based service system. The higher
Pay generdly associated with public sector jobs aso may
ead to reduced staff turnover and burnout in community-
based programs.

Disadvantages. The chief disadvantage of the Waxman

anguage is Its potentially high cost and the possible
didocationsit may cause in exiging patterns of delivering
community-based servicesin many stetes. Although states
are beginning to address the disparity in wages and
benefits between state and private sector employees, there
remains much work to be done.  States that have
attempted to narrow the gap have found it to be an
expensive undertaking. To the extent that more explicit
job protections resulted in expanded public operation of
community facilitiesprograms, one would have to
anticipate an increase in the total operating costs of such
programs as well as a concomitant reduction in the rate of
program expangon.

Another concern is that the Waxman proposal, as
currently drafted, does not specify the circumstances
under which the applicable employee protections would
be triggered. There is no proven cause and effect
relationship between the provision of Medicaid-
reimbursable community services and threats to the job
security of present employees. It can be argued that
employee protections should not be blanket safeguards,
but rather tied directly to the events which actually
threaten the job security of facility employees, such asthe
]phgalsedown or closure of large, publicly-operated
adllities.

Second, the protections offered in the Waxman bill would
apply equaly to private and public employees. When a
date isthe employer, it can take steps to locate dternative
positions for public servants who are displaced by the
closure or phase-down of afacility. On the other hand, a
gtate often is not in the same postion with regard to

employees of private fecilities.

Section 501 of the Waxman bill would obligate states to
assure that employee rights ae preserved under existing
collective bargaining agreements and through current
certified representatives. As noted earlier, experience
with the closure of mental retardation facilities
underscores the importance of a multidimensiona plan if
the interests of existing employees are to receive
maximum protection. The importance of state flexibili
in developing such a plan cannot be overemphasized.
Certainly, if state managers were limited to making
transfers within the same collective bargaining unit, the
aIter_natelt\i/e job options available might be severely
retricted.
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Additionally, the Waxman bill would require a state to
establish specific grievance procedures for affected
employees. While this provison seems reasonable, it
could be argued that states with comparable grievance
procedures under existing collective bargaining
agreements should not be obligated to establish distinct

rocedures that are applicable only to employees covered
By the provisons of the Waxman proposd.

Offer dates incentives to provide community-based services directly to
individuals with developmentd disabilities. This dternative Is a variation
on the provisions of the Waxman hill. States, for example, might receive a
differentidly higher matching rete for publicly-operated facilities/programs
under specified circumstances. According to the American Federation of
State, County and Municipal Employees, fourteen states have developed
state-operated community-based facilities or services. Four of these dates
(Connecticut, New York, Rhode Idand and South Carolingd) operate a
rather extensive network of community services.

Advantages. If used in combination with the proposa
outlined above, the development of state-operated
community services would address the concerns of the unions
which represent employees of public facilities. The necessary
pool of experienced direct care workers is more likely to be
retained under this approach. High rates of e, employee
turnover, due to low wages and benefits, should be reduced,
since workers would be better compensated and rewarded for
longevity of service. Any short term increase in operating
costs that might result from expanded public operation, it
could be argued, would be more than offset by reduced staff
turnover and burnout, combined with an inevitable narrowing
of the personnel compensation gap between the public an
private sectors.

Disadvantages. As noted above, the cost of a state-
operated community services system could be quite high,
a least in the near term, and would likely limit the
capacity of states to respond to the growing waiting list for
adult services. In addition, direct public operation of
community- based services may inhibit innovation and
cregtivity In the development and ddivery of sarvices, by
imposing a standardized, bureaucratic set of rules on al
public service providers. Such a development would run
counter to efforts currently underway in a number of
dates to foder innovation a the grassroots level.

Finaly, the inequities in working conditions, wages and
benefits that currently exists between the public and
private sectors could become even more pronounced.
This would exacerbate the existing problems of finding
and retaining qualified, experienced and dedicated
workers in private sector provider agencies. For example,
Connecticut officids report that community workers view
the private sector as a training ground to develop
experience in furnishing services to individuals with
developmenta disabilities, as soon as they have obtained
the necessary experience, they move on to the date-
operated group home system, where they perform
essentidly the same duties but recelve significantly
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H.

increased pay and benefits, in addition to obtaining the
protections afforded by union membership.

Summary

There is no doubt that the interjection of the strong interests of public employees
into the debate concerning reformulating existing Title XIX policies piles additiona
complexities onto the question of how best to provide for a planful transition to
broader use of Medicaid dollarsin the community.

Paying for Services

Perhaps due to the technical nature of issuesin rate setting and reimbursement, neither area
has been regarded as a linchpin in efforts to reformulate current Medicaid policies. Yet,

reform proposals touch on these areas; in addition, there is no doubt that whether and how
current policies might be changed will have a substantial impact on the provision of services
to persons with developmenta disabilities.

1

Current Policies

Present federd Medicaid policies governing rate setting and reimbursement for
services have the following mgor features

With regard to ICF/MR sarvices, dtate rate setting policies must
conform to the so-cdled "Boren Amendment” (Section 1902(a)(13)
of the Socid Security Act), which requires that the payments made
by states to ingtitutional providers be "reasonable and adequate to
meet the costs which must be incurred by efficiently and
economically operated facilities in order to provide care and
sarvices in conformity with applicable State and Federa laws,
regfulati ons, and cluality and safety standards...". Also, a State's
policies must conform to certain generic cost finding principles
governing Medicaid payments. Within this framework, stetes have
broad discretion to select specific rate setting and reimbursement
methodologies.

. Also with regard to ICF/MR services, federal policies permit

essentially all costs of services furnished by afacility to be
recovered via Medicaid reimbursement.

In July 1987, HCFA reasserted its long-standing administrative
poliga/_ that payments to institutional vendors comport with the
"Medicare upper limit" test.  In the course of adopting new
regulations in this area, HCFA singled out the ICF/MR program

While this report is not the appropriate means to spell out the details of this
complex test, it represents an effort by HCFA to impose payment restrictions
employed in the federaly-administered Medicare program on Medicaid long-term
care services. In particular, state payments to Medicaid long-term care providers
are to be tested againg the leve of payment that would ensue if certain Medicare
rate determination principles were gpplied. If a state€'s payments fail this test, then
presumably the difference between the amounts alowable under application of
Medicare principles could be disalowed. HCFA has contended that its authority to
employ Medicare principles (even for ICF/MR services, which are not a benefit of
Title XV11) is reflective of Congressional intent and Section 1902(a)(30) of the
Socia Security Act which ingtructs the Secretary to "provide such methods and
procedures relating to...the payment for care and services available under the [state]
plan...as may be necessary to...assure that payments are consistent with efficiency,
economy, and qudlity of care.”
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for specia scrutiny and aso mandated that payments to State-
operated |ICF/MRs be examined separately to determine whether
they comply with the Medicare upper-limit test. Thistest specifies
that increases in vendor payments must be in line with generd
Medicare inflation factors and, furthermore, it restricts payments
when afacility's cogts exceed norms for smilar facilities.- Inthe
HCB waiver program, states have broad discretion in establishing
payment levels and sdecting rate determination methodologies.
Payments for HCB waiver services must be consistent with generic
federd requirements concerning the dlowability of Medicaid cods.

Also, in the HCB waiver program, the costs of "room and board"
furnished to recipients of residentia services, aswdll asthe cost of
services that may be furnished to waiver recipients but not
specificdly covered under the states HCB waiver program, are not
eigible for Medicaid reimbursement.

Findly, despite the discretion afforded statesin choosing particular
approaches to rate setting and reimbursement under Medicaid,
present policies pose substantial obstacles to a state's employing
Innovetive fundln% drategies in paying for community services.
Moreover, more than afew states have had significant difficulties
in attempting to reconcile Medicaid payment policies with
drategies used to fund non-Medicaid services.

In this area of policy then, current federa laws and regulations alow a state
congderable discretion in determining the level of payments for specified types of
services. At the same time, there are noticeable differences between the types of
costs consdered reimbursable under the HCB waiver and ICF/MR programs.

Unresolved Issues

The principd unresolved Medicaid rate setting and reimbursement issues can be
summarized asfollows:

HCFA'simposition of the Medicare upper limit test, as it impacts
on payments for ICF/MR services, potentially poses a very serious
impediment to recovering legitimate and necessary ICF/MR costs
through the Medicaid program. This problem cuts across dl t?/pa
of ICIZdMR faculties, whether large, smdl, privately or publicly
operated.

In addition, HCFA's plan to apply special tests to payments for
services furnished by state-operated ICF/MRs could raise
considerable problems for the states. Faced with rapidly rising
costs in such facilities, states may find that federal payments are

not keeping pace.

The HCB waiver program's "room and board" exclusion is a
potential problem. Under certain circumstances, this exclusion
meakes it difficult to access federd dollars to meet the capital costs
of community residentia facilities. In this regard, there may be
strong financial incentives to pursue residential development
through the ICF/MR program, where such costs are fully compen
sated, even though die waiver might offer a more compatible
environment in which to accomplisn the program gods of many
persons who require structured out-of -home living arrangements.
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In some states, synchronizing Medicaid payment requirements
with more generd dtrategies regarding the funding of community-
based services has led to substantial problems in developing a
unified approach to managing the resources available to meet the
needs of persons with developmental disabilities. As a
consequence, payment strategies have become bifurcated. This
problem is frequently noted as an outgrowth of a da€s
implementation of an HCB waiver program.

Finaly, some have suggested that states have employed the
discretion afforded by the Boren Amendment to depress rates paid
to private agencies. It is arqued that, unless checks and balances
are incorporated into federal law, the ability of community-based
agencies in many states to furnish adequate services will be
severely compromised.

While these issues have received reletivd%/ little attention in the ongoing debate over
Medicaid reform legidation, they nonetheless represent important dimensions of
federd policies.

Proposed Solutions

Various proposals have been put forth to rectify particular problems surrounding
Medicaid payments for speciaized DD services. It seemsfair to say, however, that
none of these proposed solutions represents a comprehensive approach to forging
consistent federal policiesin this area. Among the steps that might be considered
are:

a Prohibit HCFA from imposing the Medicare upper limit test on ICF/ MR
sarvices and extend the Boren Amendment principles to al community-
based services. H.R.5233 proposes (as Representative Waxman has in
severd past bills) to prohibit the Secretary from imposing the Medicare
upper-limit test on ICF/MR services. The Chafeg/Florio bill is silent on
thisissue. [N.B., Federa regulations imposing the test were finalized about
the time work on the 1987 verson of the Chafeg/Florio bill was being
completed.] In addition, both the Waxman and Chafee/Horio hills would
extend the Boren Amendment provisons to cover al community-based
servicesfurnished under a sate's Medicaid plan.

Advantages. Prohibiting the Secretary from imposing the
Medicare upper-limit test would be of significant benefit
to the states and to certified providers of ICF/MR
services, particularly given the fact that increased federa
oversight of ICF/MRs has destabilized program costs.
Ultimately, the imposition of this test represents an
additional constraint on a state's ability to manage
systemwide financing of Medicaid services.

The extenson of Boren Amendment principles to cover
other services adso can be viewed as advantageous to the
dtates. In particular, the authority for a state to manage
rate setting policies and practices would be affirmed by
such language. In addition, the risk that state payments
for such services might be artificialy constrained a some
future date through generic HCFA policies would be
reduced if, as proposed in the Waxman bill, a separate
statutory authority was created for establishing payment
rates for community habilitation services.
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Disadvantages. No disadvantages are associated with
these proposas. However, it should be noted that the
elimination of the Medicare upper-limit test has not been
supported in the past by the Senate or the Reagan
Adminigtration. Consequently, successful remova of the
upper-limit test ultimately may entail a compromise that
assures that state rate setting policies result in equitable
outcomes for both publicly and privately-operated
facilities. Perceived Inequality in this area has been
advanced asaraiondefor HCFA's July 1987 regulaions.

In addition, one aso should keep in mind that other
interest groups are uncomfortable with the discretion
afforded states under the Boren Amendment. These
?roups may lobby actively for further specifications in
ederd laws governing state management of payments to
ingtitutional and community vendor agencies (e.q., rates
that assure adequate staff salaries). It such provisions
were to be adopted, state Medicaid rate-setting and
payment policies would be subject to greater federa
scrutiny than is currently the case.

Establish clearer statutory quidelines governing the types of sarvices that
are considered alowable for Medicaid reimbursement. The Waxman bill,
for example, proposes the addition of amore explicit statutory definition of
"room and board" costs that would apply to both HCB waiver services and
optional community habilitation services covered under a state's Medicaid
plan. This step was suggested by NASMRPD as a means of preventing
HCFA from broadening the scope of costs associated with the provision of
"room and board" and, hence, reducing rembursement for community-
based resdentia services.

Advantages. Given the recent tenor of HCFA's
administration of the HCB waiver program, the adoption
of a defensive posture that carefully defines alowable
codts (or, just as importantly, alowable services) may be
essential. Such a posture would take cognizance of the
fact that a deficit-conscious Adminigiration is likely to
pursue policies aimed at reducing federal Medicaid
outlays through administrative condricts. Certainly, this
has been part of the history of the states interactions with
the outgoing Reagan Administration.

Disadvantages. The chief disadvantages in this area are;
(@) the difficulty in crafting statutory provisions that will
yield the desired outcomes; and, (b) the inherent
problemsin anticipating al the possible devices a hostile
Administration might use to impede access to Medicaid
funding of services for persons with disabilities.

Egtablish a dear basis for employing Medicaid dollars to meet some or all
of the housing costs of persons receiving community-based residential
services. While exact circumstances vary from state-to-state, the HCB
walver program's exclusion of "room and board" costs from Medicaid
reimbursement can pose significant problems for states that are interested
in marshdling the resources-needed to develop community residences. At
present, the ICF/MR program provides a much sounder footing for
accessing Medicaid dollars to meet the capital costs of furnishing such
svices
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The Chafee/Florio hill attempts to address thisissue by permitting states to
recover Medicaid funding for any extraordinary costs that may be entailed
in furnishing specialized (or specialy adapted) communlty housing to
persons with severe disabilities. At the same time, the bill's provisons in
this area are somewhat ambiguous and do not drectly address the
problems associated with acquiring community residences in areas where
housing costs are especidly high. Others have suci?&sted that extraordinary
housing costs be treated in the same manner as they are treated under the
ICF/MR program. Another aternative would to be permit the recovery of
al housing-related costs through Medicaid payments that were not
recoverable through the recipient's SSI benefit (including any State
supplementation to federal SS payments).

Advantages. While specific statutory provisions in this
areamay be difficult to develop, it seems clear that some
evenhanded means of regulating payments for food and
shelter cogts in both the ICF/MR program and other
Medicaid-funded community residentia pro%rams needs
to be established. To the extent that the present
digparities in the trestment of capital costs under the
ICFH/MR and HCB waiver (or, successors to the waiver)
programs are retained, they will pose a significant
impediment to developi ng better integrated community
ho%%;)g options than are possble under the ICF/MR
autnhority.

Disadvantages. The principa disadvantages to taking this
step are: (a) Medicaid payments for community
resdentia services are likely to be higher; and, (b) the
adoption of such a policy may be perceived by some
observers as a de facto bias in favor of providing out-of-
homesarvices

Provide for some measure of state latitude in defining payment
frameworks that depart from those traditionally employed in Medicaid's
long-term care service ddlivery sector. Medicaid's "vendorization™ modd is
distinctly at odds with how many states organize the flow of funds to
purchase community-based services on behaf of persons with
developmentd disabilities. This is particularly the case when magjor
responsibilities for the management of community-based services are
delegated to regional, substate agencies. In such instances, Medicaid
requirements that call for adirect contractua relationship to exist between
a certified vendor and a state agency weaken the role of such substate
agencies in carrying out their responsbilities. Alternative payment
formulations might be defined which permit a state to assure compliance
with certain key federal requirements while preserving the role d such
Substate agencies.

Advantages. To the extent that such alternative
formulations can be put into place, the chances are better
that the use of Medicaid funds can be better blended into
astate's overall strategic approach to funding community
services. As a consequence, bifurcation of services by
funding stream would be minimized.

Disadvantages. ~ Obvioudy, providing dStates with
discretion in this arena would not readily satisfy
Congressional or private provider agency objectives to
assure that payment methods are reasonably standardized
and provide basic protections to provider agencies. In
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addition, it may be difficult to describe legidatively the
scope of discretion to be afforded states or the bench
marks againg which a gate proposal to implement a new
funding system would be evauated.

Summary

Despite the potentia influence that policies affecting payment methods may
ultimately have on services furnished to persons with developmenta disabilities, it Is
far from clear how many current issues in this area should be addressed in a
reformulation of present federa policies.

Medicaid Administrative Responsibilities

Findly, the question arises of whether present federal policies ought to be changed in order
to permit each dtate to better locate responsbility for the administration of Medicaid-
reimbursable developmental disabilities services. Present policies have been characterized
as foreshortening the ability of states to unify strategic system planning and management.

1

Current Policy

Under Section 1902 (a)(1) of the Socia Security, a state is required to designate a
sngle state agency to oversee administration of its Medicaid program. Although a
date is free to develop its own unique methods of operating Medicaid services (as
long as the single state agency continues to exercise overall accountability for the
operation of the program), the Act provides states with no specific encouragement
to develop administrative arrangements that create more effective bridges between
the responsibilities of the state MR/DD agency under state law and the
respongbilities of the single state Medicaid agency under federd law.

Unresolved | ssues

Currently, one of the mgjor barriers to the effective and efficient use of Medicad
dollars on behdf of persons with developmental disabilities in a large number of
satesis the fragmentation of fiscd and programmatic respongbilities among severd
agencies of state government. The distinctive missions, goals and operating
procedures of state Medicaid agencies on the one hand and state MR/DD agencies
on the other frequently act as a significant barrier to developing coherent and
congstent plans for utilizing Medicaid dollars on behdf of digible persons with
developmentd disdbilities.

Proposed Solutions

The possible approaches to addressing the problems outlined above might be
summarized asfollows:

a Grant each state (i.e~ the governor and/or legidature) authority under
federa law to assign to the state MR/DD agency Title XIX administrative
functions related to the provision of specialized services to persons with
developmental disabilities and allow a state to clam FTP fat the
adminigtrative matching ratio) for the cost of any such services performed
by astate MR/DD agency. This approach is identical to the provisions of
aec];cionbﬁloz of the Waxman bill and smilar to Section 1921 (i) of the

ee hill.

Advantages. The dtates experiences in administering
Medicaid-financed services to persons with developmental
disabilities strongly suggest that more effective
management occurs where c(lg—to—day financid control
over Medicaid dollarsis vested in the same state agency
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that is programmatically responsible under state law. The
proposed provisions of the Waxman and Chafee/Florio
bills would promote such a consolidation of authority and
responghility and, therefore, should lead to more effective
and responsive administration of 6lorogram benefits on
behdf of personswith developmentd disabilities.

Disadvantages. Since the reassgnment of Medicad

ministrative responsibility would be a permissive
authority, it could be argued that the proposed provision
might be of little practical benefit to those states where
the MR/DD agency has relatively weak politica leverage.
Ironically, it isin such gates where interagency conflicts
between the gods of the state MR/DD agency and the
single state Medicaid agency are often the most
pronounced.

b. Mandate that certain specified responsibilities for managing M edicaid-

resmbursable DD services be carried out by the sate MR/DD agency, and
that FFP be available to cover such administrative costs

* Advantages. This approach would assure that control

over federd dollars and programmatic responsbility was
consolidated within the state MR/DD agency in dl gaes
that participate in the Medicaid program - i.e.,, not only in
those dates where policymakers dect to employ such
administrative arrangements. If one accepts the
proposition that unified fiscd and program management
represents a step in the right direction, then improved
utilizetion of Medicaid dollars on behaf of persons with
developmentd disabilities should ensue.

Furthermore, the 1987 nursing home reform legidation
(P.L. 100-203) provides at least some precedent for
assigning specific Medicaid adminigtrative responsbilities
to the state MR/DD agen?/. Under thislegidation, the
state MR/DD agency is designated as the responsible
state agent in determining whether residents of Medicaid-
certified nursing facilities with developmental disabilities,
aswell as applicants for admission to such facilities, arein
a%%%d of active trestment services and appropriately

Disadvantages. The mandatory assgnment of Medicaid

adminigtrative responsbilities to the stlate MR/DD agency
islikely to be opposed by state Medicaid directors and,

possibly, the Governors, both of whom tend to be

protective of a state's right to organize its Medicaid
program asit seesfit.

In addition, some state MR/DD agencies may not bein a
position to assume (or, indeed, may be unwilling to
assume) broad new responsibilities for managing
Medicaid dollars, particularly given the complexities
entailled and the limited staff resources that may be
available to them. Furthermore, the prospects of enacting
a statutory provision of this type would be far less if
particular administretive arrangements were mandated,
rather than if a permissive authority (aong the lines of the
Waxman hill) were proposed.
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Amend 1902 (a) (1) of the Act to shift day-to-day responsibility for
managing Medicaid funding of dl long term care services to persons with
developmental disabilities to the state's MR/DD agency, unless the
governor or the legidature informs the Secretary of the state's decision to
ether maintain existing administrative arrangements or reorganize such
responsbilities in another manner.

advo%néagﬁgt This apprgtach Would_% ?lecagtgl infreéaasye
e odds that programmatic responsibility and day-to-
control of Medigagd expenditureswould be consolidated in
the same agency. Y et, & the sametime, the state's e ected
policymakers would retain the ultimete authority to decide
the most effective/efficient methods of organizing state
government.

Disadvantages. It is not clear whether this alternative
would be acceptable to state Medicaid program directors,
date legidators and governors.

Summary

While it would be ingppropriate to assert that how administration of Medicaid-
reimbursable services is organized at the state level represents ahighly visbleissue
in the debate concerning the reformulation of federd policies, it nonetheless has
important ramifications in assuring a sound organizationa structure within which to
carry out more fundamental changesin policy.

Summary

The issues described above are enormoudy complex. They can be encapsulated in the
following questions:

Who among the broad target population of persons with severe disabilities
should receive Medicaid-asssted long term care services?

What types of services and supports should be funded on behalf of the
identified target population through the Medicaid program?

To what extent can the fiscal ramifications of the proposed changes in
federal Medicaid policies be accommodated within the federal budget,
given the impact of the current deficit?

To what extent should Medicaid reform also encompass restructuring
exigting services? In other words, should the objective of legidative reform
be to eventually replace the ICF/MR program or to authorize Medicaid-
reimbursement for a range of home and community-based services that
would complement the ICHMR program?

How can Medicaid assistance be administered most effectively at the
federal and date levels?

To what degree should federa policies preempt state policies with respect
to serving persons with developmentad disabilities?

The answers to these questions will have far-reaching consequences for the future of services
to persons with developmental disabilitiesin the United States. In one respect or another,
each of these areas must be addressed if a coherent, holistic approach to reformulating
present Medicaid policiesis to occur.
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VI CRITICAL ISSUES - DIFFICULT CHOICES

Each of the proposed approaches to resolving the current impasse over federa Medicaid
policies asthey affect persons with developmenta disabilitiesis responsive — in one fashion
or another — to the complaints levied by critics of the program. Although, as indicated in
Chapters IV and V, each of the major proposals takes a different tact toward achieving
desired modifications in current policies, they share the objective of attempting to create a
broader, more reliable means of employing Medicaid dollars to meet the diverse needs of
persons with developmenta disabilities in the community.

At the sametime, each proposal — initsownway — has potentid drawbackswhichimpede
the achievement of a consensus among the federd and state policymakers, sate MR/DD
agency officids, nationd consumer organizations, public employee unions, private-sector
providers, parents, and others who hold avital stake in the final outcomes of this debate. As
with any other effort to change nationa policies, the find compromise version of the
legidation is likely to represent a blending of the "bottomling" positions of each of these
stakeholders. At present, however, it is unclear just how a compromise can be struck given
the competing and overlapping objectives of the participants in the debate.

One of the mgor difficulties in reaching an acceptable compromise is that publicly-funded
services to persons with developmenta disabilities are highly reliant on Medicaid financing.
Aswas noted in Chapter 11, today nearly two out of every three public dollars expended on
specidized services for persons with develogmentai disabilities passes through the Medicaid
program. Thus, any significant change in federal Medicaid policies will have far-reaching
conseguences. Although there are significant defects in present federal Medicaid policies,
the fact remains that entire service delivery systems are based on current Title XI1X funding
parameters. It is neither reasonable nor practical to predicate a Medicaid reform strategy on
changing such policies overnight. The inevitable result would be substantial disruption in
current service delivery systems. Hence, it islikely that any viable reform strategy will have
to dlow for a planful reconfiguration of current services over an extended period of time.
The question that needs to be answered is not: how can present policies be completely
digolaced by a"new vison" of deveopmenta disabilities services; rather, we need to ask; how
can dn;’)odified policies be devised to complement and enhance nationwide service ddivery
trends?

It also is necessary to face the redlity that major Medicaid reform legidation in this area
dmost certainly will involve an uncomfortable and potentidly divisve series of compromises
among ideological/philosophical values, fisca redlities, and the present balance of
dateffederd program management authority. In the present decisonmaking climate in
Washington, it seems unlikely that Congress will enact a new, broad-based entitlement to
Medicad-rembursable services that each state is required to offer to al digible persons.
Furthermore, it is probably naive to expect that any liberdization in the use of federa
Medicaid dollars to support community-based services on behalf of persons with
developmentd disabilities will not be accompanied by amore intrusive federal oversight role,
eroding the historical role of states, loca communities, and consumers in determining the
scope and range of community-based services provided in each state.

A. Critical Issues/Difficult Choices

While it is difficult to single out the most critica choices that are likely to confront
decisionmakers as they attempt to reformulate present federal Medicaid policies impacting
on services to persons with developmental disabilities, there are alimited number of policy
dimensions that seem to stand out. In the view of the present authors, the way in which the
key dilemmas outlined below are resolved will determine to a large extent, the principle
features of any Medicaid reform legidation that may be enacted.

1 To what extent should Medicaid reform be contingent on an
acceleration In the rate of federa Title X1 X outlays on behaf of
persons with developmental disabilities?
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The incoming Bush Administration and the 101st Congress face the unpleasant, but
inescapable problem of reducing the federal budget deficit. At present, the projected
difference between current budget projections and the Gramm-Rudman-Hollings deficit
target for FY 1990 is $40-50 hillion. Many knowledgesble observers arque persuasively that
this gap will widen due to rising interest rates (thus increasing payments on the enormous
federal debt that has been accumulated over the past eight years) and a slow down in the
rate of economic growth, now expected to occur in 1990. Thus, the Bush Administration's
so-caled "flexible freeze" plan for reducing the federa deficit without rasn%taxe_s may never
be tested, since many economists would argue that the assumptions upon which it is based (a
high rate of economic growth and low interest rates) are at odds with redlity. Whether a
solution to the deficit problem can be forged given the highly charged political milieu
surrounding of the federa budget policy is unclear at present; but one can safdly predict that:

efforts to reconcile the long-standing imbalance between federal
expenditures and revenues will top the legidative agenda of the 101st

Congress,

budgetary politics will have a profound influence on the contents of al
subgtantive legidation considered by Congress over the next two year's; and,

restraints on future federd outlaysis dmost certain to be a centra feature
of any deficit reduction plan that ultimately emerges.

Againg the backdrop of the dilemmas posed by the federd deficit, it seems highly unlikely
that any Medicaid reform legislation that entails significant increases in federa outlays for
community serviceswill be aO{:)roved unlessthereis clear evidence that offsetting savingsin
ingtitutional expenditures will be achieved. Under these circumstances, the fate of the
Chafee/Florio approach to Medicaid reform would appear to be inextricably tied to a cap on
federa outlays in larger Medicaid-certified facilities. In the absence of such acap - a
Erowson which is certain to be strongly op loosed by severd key interests groups as well as

ey House leaders - the Chafee/FIorlo bill is likely to be viewed as unaffordable under
present conditions. An acceptable reform package then would have to be predicated on the
adoption of policy changes that: (&) resulted in only modest increases in the rate of Medicaid
spending for developmentd disabilities services, or, (b) permitted states to expand
community-based services by reprogramming current ICF/MR spending on a more religble
basis than Is presently possible under the HCB waiver program

Given existing budgetary restraints and the current Congressional method of calculating the
fisca ramifications of changesin federa Medicaid policy, the most likely shape that reform
legidation might take is either a new optional community service state plan coverage or a
Section 1915?d) -type waiver authority applicable to DD services (with appropriate
modifications). Either aternative would offer a somewhat more secure basis for claiming
Medicaid reimbursement for community services, but can hardly be expected to satisfy the
pent-up demand and heightened expectations that have been raised during the five years of
debate over Medicaid reform legidation. With state budgetary surpluses at their lowest
point in twelve years, it should be noted that the ability of statesto meet Medicaid matching
requirementsislimited. Thus, for many States, an expanded capacity to finance community
DD services through their Medicaid programs may not result in immediate changes in state
funding practices or priorities. Yet, any atempts to mandate increased expenditures for
community-based services, without a concomitant increase in federal aid, are likely to be
greeted by strong protests from state legidators and governors.

In short, present redlities point in the direction of more modest, short range solutions to the
problems posed by current Medicaid policies than many would prefer. It is by no means
clear that supporters of more sweeping changes will lend their support to such incremental

reforms, especidly if the perceived outcome is to extinguish future opportunities for more
basic legidative modifications in Medicaid palicies. As a consequence, the underlying

dilemma posed by the federal budget deficit could contribute to a continuation of the policy
deadlock thet has stymied past Medicaid reform efforts.

-121-



2 To what extent (if any) must present federal policies governing
the ICF/MR program be reconceptualized as part of a broad-
based Medicad reform initiative?

In many important respects, the fiscal entanglements that have contributed to the stalemate
over Medicaid reform legidation stem from the rising "threshold” of ICF/MR compliance
imposed by HCFA. Asit has become clearer and clearer that federal Medicaid policies
must be changed to permit more diverse responses to the needs of persons with
developmental disabilities, the states and provider agencies find themsalves in a position
where they are forced to increase their financiad commitments to maintain the certification
status of larger ICF/MR facilities, while at the same time attempting, in a severely
congtrained fisca environment, to expand home and community-based services.

As was pointed out in Chapter in, the states' efforts to reduce their reliance on large
ICF/MR fecilities by continuing to downsize their own state-operated facilities have not led
to a stabilization in nationwide spending on such facilities. Nor have private ICF/MR
operators been immune to the financia effects of the rising threshold of compliance. The
smplefact isthat - regardless of the desire of state officias, private providers, or consumer
organizations to reduce the role of larger ICF/MR-certified facilities ~ 144,000 persons
reside in such facilities today and the likdlihood (or even the adv&bllltyﬁ of a mgjor
disnvestment in the ICF/MR program over the near-to-mid term is dim.

As a consequence, the cost of maintaining ICFH/MR sarvices increasingly is competing with
satelloca efforts to expand community DD services. In many states, the result is a sharp
competition between the "haves' (those dready enrolled in service programs) and the "have
nots' (those awaiting services). Faced with this dilemma, states often have little choice but to
maintain existing programs and forego the development of new service capacity. State
officials know that the loss of the federal ICF/MR payments would create a negative
multiplier effect that would result in systemwide funding reductions.

Thus, the price of Medicaid reform escalates for al parties as long as the costs of operating
ICF/MRs (either public or private) rises. The question is whether it is appropriate, or even
feasible, to address the problems posed by the continuing escalation in state/federal

ICF/MR spending within the context of a broad-based Medicaid reform strateqy? Many
argue — with considerable evidence to support their point of view ~ that increases in the
costs of ICF/MR services smply represents the price that must be paid for the states past
failure to conscientioudy implement the program's basic regulatory requirements. Calling
for reduced federd and state regulatory oversight of ICF/MR facilities will be viewed as
tantamount to condoning inadequate programming and potentialy dehumanizing conditions.

Yet, the fact remains that the rising cost of ICF/MR compliance has led the states to
increase their investment in programs and facilities that many arque are overutilized and
substantidly out-of -step with current program vaues. If both federa and state resources are
limited, an obvious (and potentidly tragic) "zerosum" game emerges as a result of the
intensgfication of the ICF/MR compliance expectations. Scarce fisca resources become
concentrated on a narrower and narrower segment of the target population in need of
services due to the nature and severity of their disabilities.

The 1987 version of the Chafee/Florio legidation would not alter ICF/MR regulatory
requirements; indeed, it addresses the ICF/MR program in only one essentia way: capping
paymentsto larger ICF/MR facilities. In other words, states would bear the burden of all
Increases in the costs of operating larger ICF/MR facilities.  While the effect of the
proposed payment cap is certainly consistent with current programming trends, the implicit
trade-off posed by the Chafee/Florio legidation — heightened ability to secure Medicaid
coverage of community servicesin exchange for limited payments on behaf of resdents of
larger facilities -- is viewed by many states as the equivalent of afiscal vise, given the
likelihood that the cost of operating ICF/MRs will continue to increase at an uncontrolled
rate.
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The Waxman hill, on the other hand, would lock current ICFH/MR program requirementsin
place by enacting them in statute and giving the Secretary of HHS additional enforcement
tools, including civil penalties. The most predictable outcome of this step would be a
continuation of an upward spira in ICF/MR cogts.

On balance, it seems clear that present ICF/MR spending trends, if they continue, will
Substantldly erode the benefits of gaining amore reliable basis for rimming Medicad dollars
to support community-based services. Some have su eggested that the basic tenets of the
ICF/MR program need to be thoroughly re-examined and an "operationa definition" of
active trestment services developed, as part of an overdl effort to assess the effectiveness of
present federal requirements in promoting desired outcomes for ICF/MR residents
(NASMRPD, 1988). Such a study has never been performed on the ICF/MR program.

However the thorny issuesin this area might be addressed, it isimportant to recognize that
Medicaid reform must be approached in a coherent, holistic manner. If one motivating
factor for attempting to reformulate present Medicaid policies is to curtail the current
imbalance in the types of Title XIX-reimbursable services that may be furnished to persons
with developmental disabilities, one must recognize that the existing maaignment in
resourcesis likely to continue unless away is found to promote the expansion of home and
community-based services while a the same time controlling the future growth in ICFMR
cogts without sacrificing the quadity of services rendered to facility resdents.

3 How should digibility to receive Medicaid-reimbursable services

be dltered as part of any legidation designed to address existing
deficenciesin federd Title XIX policies?

In the minds of many people, the concept of "Medicaid reform” has become synonymous
with accessing needed programs and services on behalf of persons with severe disabilities of
al types. As emphasized in Chapter HI, there is a very large (and, many would contend,

growing) gap between the number of individuals who need specidized assistance and
supportive services and the number who actually receive such Medicaid-financed services.
The concept of "entitlement” under the Medicaid program is viewed as the key to removing
existing barriers to retaining needed services.

The Chafee/Florio bill would create such an entitlement to at least a core set of mandatory
services that each state would be reguired to furnish or face the prospect of losing their
digibility to participate in the Medicaid program. In contrast, the Waxman legidation would
leave the decision concerning whether to cover such services to each state. Furthermore,
both that bill and the ASPE/HHS proposa would narrow, &t least potentialy, the "window"
of eigibility for ICF/MR services. The ASPE/HHS proposa goes one step further by
arguing that the principal focus of al federaly-assistance should be on persons who, on a
prima facie basis, are likely to require life-long supports and assistance. These proposals
suggest that the availability of Medicaid-reimbursable benefits somehow should be based on

a criterion other than eligibility for the federal SSI program (as is proposed in the
Chafee/Horio legidation).

Clearly, decisions regarding the extent and nature of the population digible for services and
whether such individuas are "entitled” to benefits is a fundamenta consideration in drafting
any Medicaid reform legidation. Present federal policies contain the so-caled "need for
ingtitutionalization” test, acriterion that isincreasingly a odds with contemporary values that
undergird the delivery of developmental disabilities services. Access is further limited by
restraints on the supply of ICF/MR beds or through the imposition of utilization capsin the
HCB waiver program. These artifices combine to create the present gap between the
number of persons currently receiving Medicaid-reimbursable services and the literaly
hundreds of thousands of persons wi ith smilar characteristics and needs who could benefit
from ongoing supportive services. "Inditutiondization” remains the least desirable outcome;
indeed, a growing number of families are unwilling to accept that outcome. Yet present
Medicaid policy defines the federd role in serving persons with developmental disabilities as
assigting the states when persons are ingtitutionalized (either directly or indirectly when
eigibility for HCB waiver services is tested againgt the person's need for ICHMR services).
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In addition, if the "ingtitutional bias' of the Medicaid program is to be removed or a least
neutralized, present policies must be changed to create a"leved playing fied" where persons
who live with their families will have access to M edicaid-reimbursable sarvices. If support
for family-based support servicesisto be a key element in a national strateqy to encourage
the provision of supportive sarvices in the least intrusive manner and setting, then it will be
necessary to provide a means to overcome present policy barriers to quaifying children and
adults who live with their natural or adoptive families for Medicaid long term care digibility.
In order to do 50, the hitoricd linkage between receipt of public assstance (SS or AFDC
benefits) and Medicaid digibility must be broken (see Chapter Il for a discussion of

parental/spousa deeming policies and the options currently available for circumventing such

datutory redtrictions on the Medicaid coverage of family-based services).

At the same time, reducing the gap between the present number of Medicaid beneficiaries
with severe disabilities and the totd number of individuas who legitimately could benefit
from the provision of ongoing services and supportsis likely to be an enormoudy expensive
proposition. Arguably, the costs involved might be mitigated by restricting the types of
services provided and/or the types of persons who are considered dligible for such services.
The difficulty of reaching agreement on where such service digibility/coverage lines could be
drawn, however, should not be underestimated.

The challenges to be addressed in the area of service digibility can be summarized by the
following questions:

Should highly structured criteria for regulating access to Medicaid-
reimbursable developmental disabilities long term care services be
established in federd statute?

. Should such criteria be broad-based (e.g., requiring a person to meet SS|

disability-related requirements) or designed to narrow the focus of persons
entitled to receive federa assistance? How should such criteria be
sructured, if at dl, to take into account a person's leve of functioning?

Should each state be required to use uniform federd criteriaof digibility as
acondition of the receipt of Medicaid payments for specidized services or
be afforded the | atitude to establish its own criteria?

Should each gate be required to provide the same access to Medicaid-
reimbursable community services to its individuals living with their own
family as they afford to persons who have reached adulthood or live apart
fromthar families?

Present Medicaid policies define a narrow "porta” of digibility (i.e, the "need for
ingtitutionalization") that is objectionable for a variety of reasons. While many would agree
with the need to change present policies, widening the portal of digibility could have
enormous fiscal consequences.

4 To what extent should federal policies dictate service standards
applicable to the provison of Medicaid reimbursable services?

In any joint federa-state program, it is necessary to delineatethe division of federd vs. Sate
responsihility for establishing and enforcing program operating requirements and standards.
The "insde the Beltway" perspective usudly is that the acceptance by the states of federa
financial support is contingent on the state's agreeing to conform to federally-defined
standards and requirements. A quid pro quo exchange of increased federal assistance for
increased federal rulemaking and oversght is a common trade-off in a wide variety of
Congressiond legidation.

The dates, however, are very leery of such trade-offs, having been Ieft in the back on many
occasions in the past. Federa control of program standards and regulations results not only
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in reduced state/loca capacity to forge unique solutions to service ddivery problems but dso
gives federa administrators enormous influence over the costs of furnishing services. The
fact is that program standards and the costs of delivering services are inextricably
intertwined. States need to look no further than their recent experiences with the ICF/MR
prograT‘n to find examples of how federd regulatory actions can lead to the loss of budgetary
contral.

ond the classical tenson that exists between levels of government within the American
federal system, however, many question the wisdom of centralization of program standard
setting and regulation. In the field of developmenta disahilities, it seems clear that the way
in which the needs of individuals with severe disabilities are best met is undergoing a
substantial transformation. Given the high level of dependency of states on Medicaid
funding, the establishment of federal community service standards could create enormous
barriers to future changes in service delivery methods. Tomorrow's potentially more
effective approaches to existing limitations in the state-of-the-art could easily become the
next Medicaid reform targets. In addition, it also is clear that effective quaity assurance
programs are multidimensiona in character and include elements (such as consumer
sﬂisl‘acti on surveys) that are inconsistent with the usual "policeman” role played by federal
regulators.

Despite the well-known shortcomings of federd policies that are premised on "one-sze-fits-
al" program models and regulatory frameworks, the current environment in Congress
appears to favor amore intrusive federd role in the management of Medicaid-reimbursable
saervices, The nursing home reform provisions of OBRA-87 offer a recent case in point
where Congress literdly wrote into law a highly-prescriptive set of program standards and
enforcement mechanisms to regulate the provison of nursing facility sarvices. Furthermore,
some observers have suggested that, faced with a new era of audterity in federad spending,
Congress generdly is more likdly to be inclined to pursue nationd domestic god's through an
expanson in the federal government's regulatory role.

Any redlistic assessment of the present environment suggests that Congress, in formulating
amendments to existing Medicaid laws affecting services to persons with developmenta

disabilities, islikely to opt for increased federa involvement in setting and overseeing the
enforcement of community service standards. The question is can an acceptable middle
around be found between the extremes of Smply giving the states car te blanche authority to
regulate Title XIX-reimbursable community services and creating a federal regulatory

apparatus which dictates how services will be furnished in each and every community in the
United States. The 1987 Chafee/Horio bill sought to identify such a middle ground by
requiring a state to outline specific approaches to meeting requirements as part of its overal
implementation prior to initiating mandated and optional community and family support
services. This approach contrasts sharply with unilateral regulatory role that would be
granted to the Secretary of HHS under the Waxman hill. Another potential solution that has
been advanced is to delineate in the statute minimum federal requirements pertaining to
such areas as client rights and heath/safety but leave to the states the establishment and

enforcement of other program standards.

The area of program regulation represents a potential stumbling block in reformulating
Medicaid policies in away that will be acceptable to a wide spectrum of interest groups.
States, for example, will be very wary ~ given their recent experiences with the ICF/MR
program - of any solution that accords the Secretary of HHS unilatera authority to establish
and enforce program standards applicable to home and community-based services. Other
interest groups, however, may view a stronger federal presence as an acceptable (or even
desirable) trade-off for increased access to Medicaid-reimbursable services.

5 How should the respective roles of the federd government and the
states be balanced to assure proper accountability in the
provision of Medicaid-reimbursable services to persons with
developmentd disabilities?
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The issues associated with c,uality assurance represent a particularly critical subset of alarger
guestion concerning the locus of accountability for the management of Medicad-
reimbursable services. While the Medicaid program was created as a means of furnishing
federal assistance to help sates provide health services to low income individuas and thelr
families, the program increasingly is perceived by federd policymakers (and, reactively, gy
their state counterparts) as a federally-defined program for which the states provide
matching funds. The Medicaid program has grown to such dimensions in most states that a
date hasfew, if any, redistic dternatives to continued participation; consequently, a state is
;gjoegl tg ﬁomply with new federal policy initiatives as a condition of ongoing receipt of
eral dollars.

In the field of developmentd disabilities — as perhaps in no other area of state-supported
human services program — the sarvices financed by the sates vary widdy from jurisdiction to
jurisdiction. Beyond differences in the scope and range of services offered to persons with
developmental disabilities, community service delivery systems are organized quite
differently from state-to-state ﬁGetti ngs, 1987). Some systems are state-administered while
in others numerous responsibilities are delegated to local governments or specid purpose
non-profit community agencies. In nearly every state, policy development is the outgrowth of
forma and informal interactions between the state administering a(?ency, provider agencies,

local government bodies, and consumer interest groups. In addition, public funding of
savicesisavery dominant form of financing.

These community service delivery systems stand in sharp contrast to other hedlth care
service delivery systems that participate in the Medlcald program. In other segments of the
hedth carefidld, sarvices are purchased from an "industry™ that is more independent, both in
terms of its or@isﬂion and its dependence on public funding. Furthermore, while state
Medicaid programs vary considerably, the provison and organization of the services
furnished to digible recipients is more standardized than is the case in the fied of
developmentd disahilities.

One of the most critical unanswered questions associated with the restructuring of Medicaid
policies asthey affect services to persons with developmenta disabilities liesisthe extent to
which the character of each state's community-based service ddivery system should be
preserved if Medicaid dollars become a more important factor in financing non-ingtitutional
services. In other words, should the states be encouraged to integrate Medicaid financing of
DD services into their existing approaches to managing and financing community-based
sarvices or should the receipt of Title XIX dollars trigger a basic restructuring of service
delivery that ultimately results in greater Sate-to-state unif ormity?

As has been noted in earlier chapters, the extension of ICF/MR certification beyond state-
run centers to privately-operated facilities has made it difficult for many states to mantain a
unified structure of community-based service ddivery. From the states perspective, one of
the mgjor strengths of the HCB waiver program is the capability it affords a state to blend
Medicaid financing into its general approach to the management of community-based
syvices.,

As the debate surrounding Medicaid reform legidation unfolds, it is important to keep in
mind that the infusion of more Medicaid dollars into community-based services can result in
unintended changes in the basic character of existing service delivery systems. In the
absence of specific statutory provisions permitting a state to delegate key tasks to local
entities, for example, the acceptance of Medicaid support can undermine the ability of local
communities to play a decisive role in managing developmenta disabilities services. The
seeds of such problems can be observed in the HCB waiver program as well asthe extension
of other Medicaid benefits to persons with developmentd disabilities.

While theissuesin this area are inextricably tied to the degree of authority delegated to the

Secretary of HHS to establish prescriptive, uniform standards governing the provision and
administration of Medicad-financed community services, they aso involve other key
consderations, including:
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Will specid provisions be incorporated in statute to permit a state to tailor
the administration of Medicaid-reimbursable services for persons with
developmentd disabilities to its own statutes that, in some states, empower
substate agencies to play a decisive administrative role? Lacking such
goecid provisons, "generic' Medicaid policies may force states to establish
direct contractua rdationships with all community service providers and,
thus, bypass substate agencies

Will the provision of Medicaid-reimbursable community servicesrequirea
state to engage in an open planning process that solicits and encourages
input from service providers, consumer organizations, and others with a
"gake' in the provison of Medicad-financed DD services. The
Chafeg/Florio legidation would require a sate in preparing its
"implementation strategy”, to seek feedback on its plans, program
standards, and qudity assurance program and forward this document to the
Secretary of HHS.  These requirements of the Chafee/Florio bill are a
significant departure from the framework of generic Medicaid policies,
where the single state Medicaid agency plays a unilateral role in
determining how Medicaid-financed services should be structured and
adminigtered.

. Will "generic" Medicaid policies be modified to grant the states an
opportunity to coordinate the flow of Medicaid and non-Medicaid dollars
into the community service ddivery sysem? For example, in paying for
community-based services, will a state be permitted to select
reimbursement methods that vary from conventional Medicaid payment
models or must it manage two or more disconnected funding streams?
Again, the gpplication of "generic* Medicaid policiesin this arenawould
force many saesto adoPt p%/ment methods that are sgnificantly different
than those presently employed for community-based services.

Finally, will Medicaid reform legidation permit a state to unify program
administration within asingle state agency? Lacking any specia provisons
to the contrary, "generic’ Medicaid policies would assign responsibility for
the administration of any new or expanded Title X1X benefits targeted to
persons with developmentd disabilities to the single state Medicaid agency.
As a consequence, the locus of accountability would not be with the tate
MR/DD agency which, under the statutes of most states, is charged with
overdl management of both community-based and indtitutiond servicesto
sons with developmental disabilities. There seems little doubt that the

ifurcation of program and management responsbilities weskens
accountability and ultimatdly impedes the development of coherent policies
governing the ddlivery of community services. Both the Chafee/Florio and
Waxman bills would address this problem by alowing a sate's governor or
legislature to assign administrative responsibility to a state's MR/DD
agency.

Inthisareq, it isvitd to keep in mind that a more predominant Medicaid's role in financing
community-based services has implications that extend well beyond the particular services or
groups of digible individuals who are entitled to receive such services. Unless specid
congderation is given to issues such as the foregoing, an unintended byproduct of increased

A current example of this phenomenon can be found in HCFA's administrative
requirements governing the coverage of optional targeted case management
services, in accordance with Section 1915(g) of the Act. At least one State
(Pennsylvania) thus far has been required to agree to enter into direct provider
agreements with agencies furnishing such Medicaid-reimbursable services, rather
permitting county MR/DD units to manage such contractual agreements, asis the
established practice under existing state law/regulations.
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reliance on Medicaid financing could be a significant change in the character of a state's
sarvice ddivery system and the way in which client-centered goals are pursued.  Generic
Medicaid policies- if applied across the board within the developmental disabilities service
ddivery systems— can result in mgior system management changes that would substantidly
reduce the role of loca communities in solving key service ddivery problems.

While it would be possible to identify many other issues, those discussed above represent, in
the view of the authors, the most significant challen(?es to the articulation of sounder
statutory policies governing the use of Medicaid dollars to support community-based
developmentd disabilities services.

B. Prognosis

Gaining a consensus regarding the reformulation of present Medicaid policies affecting
Americans with developmenta disabilities has been and will continue to be a difficult,
complex undertaking. Among the organizations that recognize the need for reform, serious
disagreements have arisen in die past regarding the specific steps that should be taken. Even
if a consensus could be reached among these organizations, other interest groups have been
3U|te vocal in asserting their opposition to changes in current Medicaid policies or in

emanding guarantees that their particular interests will not be adversely affected by any
revised policies. In addition, any proposa that might trigger an incr rate of growth in
federal outlays on behalf of persons with developmental disabilitiesis certain to face tough
dedding in the present federal budgetary environment.

Under the circumstances, it seems reasonable to conclude that many of the difficult issues
surrounding the reform of Medicaid statutes as they impact on Americans with
developmentd disahilities will not be resolved unless bridges can be built between the
approximately $6 hillion in state/federa spending that is presently dedicated to supporting
ingtitutionally-based services and a newly conceived framework in which federa assistance
would be made available on a reliable basis to purchase supportive community-based
services on behdf of persons with developmenta disabilities. The construction of such
bridges toward enhanced community-based services while at the same time avoiding the
need to alocate an excessive amount of dollars to a receding institutionally-based service
delivery system probably will prove to be the most decisive factor in the debate regarding
Medicaid reform. In addition, any satisfactory set of statutory reforms must avoid the
dictation of uniform national service delivery models and regulation, in order to dlow the
dates and loca communities to build upon exiging frameworks for administering
community-based services on behaf of persons with severe disablities. The provison of
constructive, redligtic transitiona strategies that build upon the strengths of present
developmentd disabilities service delivery will be an essentia ingredient in such reforms.

In 1989, the 101st Congress will take up the delete concerning the reformulation of present
Medicaid policies. At this juncture, two key actions will occur after Congress convenesin
January.

The Senate Finance Committee will meet to mark up a reintroduced
version of Senator Chafee's legidation. "Mark up” is the step usualy
required during the committee stage of consideration to put a piece of
legidation into shape for floor action. Near the end of the 100th Congress,
the Finance Committee's Chairman, Senator Lloyd Bentsen (D - Texas),
agreed to hold such a markup session on the reintroduced version of
Senator Chafeg's "Medicaid Home and Community Qudity Services Act."”
The Senate dso passed a "sense of the Senate” resolution expressing its
intent to take up Senator Chafee's bill early in 1989.

In the House, Representative Waxman has expressed his intent to
reintroduce a modified version of H.R. 5233 in the 101st Congress,
potentially with the support of Representative Florio if the differences
between the 1988 Waxman bill and the 1987 Chafeg/Florio bill can be
resolved. However, while the specifics are ill under negotiation, it seems
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clear that any bill introduced by Representative Waxman (whether or not
Representative Florio joins him as a co-sponsor) will: (&) retain openr
ended funding of ICF/MRs regardiess of their size (i.e, it will not include a
cap on FFP for larger ICF/MRS); (b) add extensive statutory requirements
governing ICF/MR standards and their enforcement; %:) rovide
sgnificant protections for employees whose jobs are affected by decisions
to phase down or close large ICFH/MRS; (d) add a new community service
state plan coverage, in all likelihood as a state option; and (e) restrict
eigibility for such "community habilitation services' to atarget population
that is considerably narrower than the 1987 Chafee/Florio bill. In the
House, any additional Medicaid costs associated with Representative
Waxman's bill must be anticipated in the first concurrent budget resolution
for FY 1990. If Representative Waxman is successful in getting such new
spending authority built into the FY 1990 Congressional budget resolution,
he has indicated a willingness to mark up his bill in the Energy and
Commerce Subcommittee on Hedlth ﬁwhi ch he chairs), in 1989 and, thus,
clear theway for floor action by the full House of Representatives.

While reaching the markup stage of the legidative process in either the House or the Senate
(or both) would represent significant progress toward the enactment of Medicaid reform
legidation, there are severa other major hurdles to a bill actually becoming law. For
example, unless additional spending authority is included in the Congressional budget
resolution for FY 1990, action on Medicaid reform legidation is effectively dead until the
following year, a the earliest. Given the fact that at least $30 billion, and perhaps as much
as $50 hillion, will have to be trimmed from the FY 1990 current services budget in order to
gtay within the Gramm-RudmarntHallings deficit target, dl proposals for new spending are
certain to be scrutinized very carefully, with many being either rgjected or severdy cuit.

Furthermore, the information available thus far suggests that the Senate and the House of
Representatives are likely to pursue quite different paths toward Medicaid reform. If, for
example, the Senate should decide to pass legidation adong the general lines of the 1987
Chafee bill (i.e., authorization of an expansive new coverage of community-based servicesto
a broadly defined target population, coupled with a cap on Medicaid payments to larger
ICF/MRs) and the House rejects a cap in favor of narrower expansion of community
services, it is not clear at this point whether ajoint conference committee could come up
with a compromise acceptable to both chambers, especialy given the strongly held views,
both pro and con, on the merits of an institutional payment limitation. Yet, as indicated
earlier, it seems inconceivable in the current fisca environment that Congress would be
willing to approve Medicaid funding of community-based servicesin the absence of offsetting
savingsin program outlays.

In addition, it is important to keep in mind that, while reformulating Medicaid policies as
they affect persons with developmenta disabilities is obvioudy an important nationa agenda
itemn, it will have to compete for Congressional attention with other meritorious proposalsto
expand federal spending. For example, during the 100th Congress, a number of members of
Congress introduced sweeping hills to overhaul the funding of long-term care services for
elderly persons. The Medicare Catastrophic Coverage Act of 1988 (P.L. 100-360) barely
addressed this critical area of federd policy, even though many members of Congressview it
far more important to the welfare of older Americans than the expansion in acute care
coverage thet wasincluded in P.L. 100-360. Even the most modest version of long term care
reftljrm legidation for the elderly would entail tens of hillions of dollarsin additiond federa

outlays

In terms of the Medicaid program, there is growing national concern that millions of low-
income Americans do not have access to basic hedlth care services. For example, Medicaid
current provides hedth care coverage for less than one-hdf of al persons living in poverty
(down from 63 percent in 1975). During the 1988 Presidential campaign, both mgjor party
candidates agreed that a major national initiative was needed to assist the estimated 37
million Americans who today have no hedlth insurance coverage (up from 26 million in the
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late 1970s). President-€lect Bush indicated that the Medicaid program should play arolein
meeting the needs of such individuas, a sentiment shared by many members of Congress.

Similarly, Congressiis certain to be under pressure to improve child health services. Despite
successiul efforts during the past three sessons of Congress to expand Medicaid coverage of
poor children, one out of every five children live in a family without regular hedlth care
coverage and the United States remains tied for last place in rate of infant mortality among
twenty industridized nations.

Given these and other competing issues, it is not clear where legidation to reform Medicad
policies affecting persons with developmenta disabilities will rank on the priority list of the
incoming Bush Administration and Congress. To the extent that such changes in federa
policy might trigger additional domestic spending (as they dmogt certainly will), a mgjor
competition for very limited federd resources can be expected.

Alsp, it isimportant to keep in mind that resolving the federal deficit is likely to take center
stage at the beginning of the 101st Congress and may, as it has over the past severa years,
consume the attention of Congress and the Administration throughout 1989. A federa
budgetary deadlock dmost certainly will affect the prospects of passage of any piece of
legidation that may increase federal domestic outlays. As a consequence, while it seems
relatively certain that Congress will take up the reformulation of Medicaid policies as they
affect persons with developmental disabilities, it remains unclear whether major reform
legidation will be enacted in 1989 or beyond.

C. Conclusion

Despite some hopeful sgns on the horizon, the long-standing Congressiona impasse over
Medicaid reform legidation is proving to be a source of considerable frustration to the
states, provider agencies, consumers, and other national organizations. Five years have
passed since Senator Chafee introduced his first bill intended to change the basic parameters
under which Medicaid dollars are used to support services to persons with severe disabilities.
Aswe enter 1989, it is by no means clear that the 101st Congress will resolve the debate by
enacting mgjor reform legidation.

While there has been noteworthy progress in efforts to reconcile the divergent points of view
of various groups interested in reformulating present Medicaid policies, many complex issues
continue to evoke differing points of view when they are addressed in the context of specific
legidative proposas. Attempts to resolve such issues in a coherent, holistic manner dmost
inevitably thrust the debate into the arena of federal budgetary policy and the establishment
of a strong federa role in overseeing how the states employ Medicaid dallars. As a
conseguence, interest groups that are striving to reform present policies are confronted with
broad scale issues that chalenge them to compromise key objectivesin return for achieving
some (but probably not al) of their goas with respect to Medicaid reform.

How such compromises ultimately will be achieved without substituting a new set of federa
policies that impose new barriers to the future evolution of services to persons with
developmenta disabilities is a complex chalenge. At the same time, experience with the
ICF/MR program over the past seventeen years should have taught us that changes in
federa policy can have monumenta (and, often, unintended) outcomes. Regardless of how
and when such compromises are reached, they will substantidly influence the character of
publidy-financed developmenta disabilities services throughout the 1990s.

-130-



APPENDICES



APPENDIX A:

THE CHAFEE/FLORIO LEGISLATION



APPENDIX A:

THE CHAFEE/FLORIO LEGISLATION
A. Legislative History

Over the past five years legidation drafted and introduced by Senator John Chafee (R -
Rhode Idand) has served as the foca Pomt for Congressona consideration of potential
changes in federal Medicaid policies af 3 persons with severe disabilities. The major
recent version of thislegidation, the "Medicaid Home and Community Quality Services Act
of 1987' (S. 1673/H.R3454; introduced in the House by Representative James FHorio (D -
New Jersay)), served as Senator Chafee's vehicle to promote Medicaid reform for persons
with severe disabilities during the 100th Congress.

The Chafee/Florio bill - introduced in the House and Senate in the fall of 1987 - carried
forward many of the themes of earlier bills introduced by Senator Chafee (S. 2053,
introduced in the 98th Congress, and S. 873, introduced in the 99th Congress); however, it
contained important changes aswell. In large part, these changes represented the efforts of
asmall working group made up of representatives of the National Association of State
Menta Retardation Program Directors, Inc., the Association for Retarded Citizens/U.S,,
the United Cerebral Palsy Associations, The Association for Personswith Severe Handlcaps
the National Association of Developmental Disabilities Councils, and the National
Association of Protection and Advocacy Systems.  The "Ad Hoc Discussion Group on
Medicaid Reform Legidation” was formed in late 1986 to deve op tentative specifications for
legidation to be introduced by Senator Chafee during the 100th Congress. The objective of
this working group was to put together a bill that would address the basic ot;j ectionsraised
with respect to Senator Chafee's earlier bills aswell as to fashion a piece of legidation to
which avariety of nationa organizations could lend their support.

After consderable give and take, a broader subcommittee of the Consortium for Citizens
with Developmental Disabilities (CCDD) worked with Senator Chafee's staff over the
summer of 1987 to trandate the origind group's legidative specifications into a finished bill,
which was introduced to Senator Chafee on September 10, 1987 (S. 1673). Approximately
one month later, Representative Florio introduced the House companion measure (H.R.
3454) (see Gettings, (1988) for a more complete discussion of the legidative history of
S.1673/H.R.3454 up to the point of the hill's introduction, as well as for a comparison of
S.1673to Senator Chafee's earlier bills).

At the request of Senator Chafee (and with the strong support of organizations affiliated
with the CCDD subcommittee), the Senate Finance Committee's Subcommittee on Health
held a hearing on S. 1673 on March 22, 1988. At that hearing, testimony, both for and
againg the legidation, was taken from representatives of nationa organizations and other
interested parties. Preceding and following this hearing, extensive efforts were madeto gain
broad co-sponsorship for the legidation in both the Senate and the House and to press for a
hearing on Representative Florio's companion measure in the House. Ultimately, a House
hearing was held on September 30, 1988. At this hearing, the House Subcommittee on
Health and the Environment (of the House Committee on Energy and Commerce) also
heard testimony on a bill (H.R.5233) introduced by Representative Henry Waxman (D-
Cdifornia) in Augugt, 1988.

While the list of House and Senate co-sponsors of the "Medicaid Home and Community
Qudlity Services Act of 1987" continued to increase through the end of the 100th Congress,
neither the House nor the Senate decided to move the legidation along to the next step in
the Congressional process ~ namely, a committee "markup” session on the bill. As a
consequence, S.1673/HR3454 died with the end of the 100th Congress.



Senator Chafee has indicated that he plans to reintroduce his legidation when the 101st
Congress convenesin January 1989. A commitment has been secured from Senator Bentsen,
Chairman of the Senate Finance Committee, that a"markup” session will be placed on the
Committee's docket early in 1989. Following markup, the bill will be voted on by the
Committee and, if approved, will be referred to the Senate |eadership to be scheduled for
floor debate. Exactly when these events are likely to transpire is unknown as of thiswriting;
but should the latest version of the legidation be favorably reported by the Finance
Committeg, it would mark the furthest stage of the legidative process that any of Senator
Chafee's proposds has reached since the introduction of hisfirst bill in 1983.

B. Description of the Legislation

The overarching god of the "Medicaid Home and Community Quality Services Act of 1987"
was to assist individuals with severe disabilities to attain or maintain their maximum
potentia for independence and capacity to participate in community and family life by: (1)
requiring each participating state to provide an array of "community and family support
services' for such individuas through its Medicaid program; and (2) limiting federal
Medicaid payments on behaf of persons with severe disabilitiesin larger Title XIX-certified
long term care facilities (i.e., those with 16 or more beds). The legidation contained severd
important provisions designed to address key problemsin federal Medicaid policies as they
affect persons with severe disabilities. The objective of this summary is to outline many of
the principa provisions of the legidation; in the following subsections, an effort is made to
discuss some of the key ramifications of the legidation as well as etimates of the bill's fisca
krlré%agt):]t [N.B., for a more detailed discussion of the bill's provisions, please see Gettings

The key provisons of S.1673/H.R3454 that should be highlighted include:

1 Eligibility. The legidation is intended to serve “individuds with a severe disgbility,”
defined in the hill as a person with a disability that would quaify him or her for
Supplemental Security Income (SSI) benefits. The onset of the disability would
have to have occurred before the individual reached the maximum age threshold.
The initia age threshold is 22, with the upper-age limit increasing by one year for
each fisca year the legidation isin effect, until it reaches age 50. Section 1902(p) of
the bill would be added to the Social Security Act in order to grant states the option
of offering Medicaid coverage to any individua who:

a met the SS test of disability,

b. required (or whose family requires) community and family support
services, and

C. would have been digible for SS benefitsif he/shewereresdingin
aMedicad-reimbursable ingtitution.

States electing this option would have to set forth in their state plans and

implementation strategies the criteria to be used in identifying eigible individuas
(or reasonable classifications of such individuals) and the extent of services
authorized. Under existing statutes, a somewhat similar option is available to the
states with respect to children with severe disabilities, except that the individual

must require the level of care provided in a Medicaid-certified indtitution (i.e., a
hospital, SNF, ICF or ICF/MR), rather than community and family support
sarvices, in order to qudify. The purpose of this amendment is to give states the
chaice of digregarding family income in determining the Medicaid digibility of

individuas with severe disabilitieswho are living with their families or rdaives.

In addition, states electing to establish higher income eligibility standards for the
receipt of ingtitutional services would be required to apply the same standard to
individuals with severe disabilities receiving non-inditutionalized services. Under
current law, a state may, at its option, establish a higher income standard for
ingtitutiona digibility so long as it does exceed 300 percent of the federal SSI
payment rate (Section 1903(f)(4)(C)). The proposed amendment would obligate a



date to use the same income standard for al individuds with severe disabilities
(whether or not they were receiving ingtitutional services), if they elected to set an
income standard in excess of 100 percent of the federa SSI payment rate.

Findly, the effective date of a provison included in the 1986 "Employment
Opportunities for Disabled Americans Act” would be revised, thus expanding the
number of persons potentialy digible to receive CFS sarvices. Under current law,
any individua found to be digible for Socid Security adult-childhood disability
benefits on or after July 1, 1987 is entitled to continued Medicaid coverage when
they lose SSI digibility solely due to the receipt or Title Il (OASDI) benefits or an
increase in Title Il benefits. This amendment was designed to protect future Socia
Security "adult disabled childhood" beneficiaries from the precipitous loss of medical
coverage (especidly coverage of long term care services) due to the receipt of (or
increases in) Socid Security cash benefits.

A conforming amendment is included in the Act to make it clear that aslong asan
individua with a severe disability is digible, or deemed (for purposes of Medicaid)
to be digible, for SSI benefits, he or she would be entitled to receive Medicaid
benefits. The effect to this amendment would be to require those states that use a
gricter test of disability than the federal SSl test (i.e., the so-caled 209(b) states) to
provide Medicaid coverage to individuals with severe disabilities on the same basis
as states which use the Sl disability criteriain determining Medicaid digibility.

Covered Services. Not later than the second fiscal year beginning after the
enactment of the legidation, each state participating in the Medicaid program would
have to amend its state plan to cover "an array of community and family support
services which the State determines are appropriate...." A state would be required
to cover at least the following services; case management services; individua and
family support services; speciadized vocationa services, and protective intervention
savices. [N.B., Elsawhere in the hill, states are required to have a protection and
advocacy system, the services of which are digible for Medicaid-reimbursement.]

The following types of community and family support services (many of which are
defined in greater detail in other sections of the legisation) could be covered under
adate Medicaid plan on behaf of digible individuas with severe disahilities if they
are provided in accordance with the individua's written habilitation ?Ian to a person
living in afamily home, fogter family home or a community living facility:

case management services; .
individua and family support services,
speciaized vocationa services,
ﬁrot_e_ctl ve intervention;
abilitation services,
case coordination services;
educationally-related services,
periodic interdisciplinary diagnostic and assessment
Services,
personal assistance and attendant care;
gggﬁ;ﬁc assistance necessitated by the individual's
isability;
services to enable the individual to improve or maintain
functiond capabilities (including physica therapy,
occupationd therapy, speech and language pathology and
audiology, respiratory therapy and non-aversive behavior
intervention therapy);
prostheses, orthoses, supplies, appliances, adaptive
equipment, communicative aids and other functional
asstive technologies and devices (including sensory aids)
and rehabilitative technology services to evauate, design,
assemble, repair and maintain such



%Ui pment/aids/devices’systems  (including  training
individuads and familiesin their use);

preventive and therapeutic dental services,

desgn and necessary/reasonable adaptation  or
modification of equipment, vehicles and housing;
comprehensive outpatient rehabilitation facility services,
purchase and maintenance of guide dogs and similar
trained animals,

services (other than board, lodging and basic foster care)
provided by members of a family or household in which an
digible individud isliving; _ _ _
support services to families and caregjvers, including
specidized training as well asin and out-of-home respite
care; specid transportation

sarvices, _

homemaker and home hedlth services,

choresarvices,

crigs intervention; o _
persona guidance, supervision, counsding,

representation, and advocacy;

appropriate preventive services to decrease the needs of
eigible individuas for future services, and,

any other servicesidentified by the state and approved by
theSecretary. ...

Thefollowing types of services may not be covered under astate's Medicaid plan as
community and family support (CFS) services,

room and board (other than room and board provided for
less than Six consecutive weeks and |ess than twelve weeks
in ayear as an integral but subordinate part of another
CFS sarvice liged above). Auxiliary payments to cover
extraordinary food and housing costs attributable to a
person's disability, however, may be treated as Medicaid-
reimbursable. any service rembursable under the AFDC
program;
cach payments;
avergve behavior intervention, management or therapies;
any Medicare-rembursable service;
any educational service which the state makes generdly
availableto its residents without cost and without regard
to income, except for educationaly-related services; and,
any serviceto an individud in ahospitd, skilled nursang or
intermediate care facility (including an ICF/MR or
menta hospital).

Any costs incurred by a state in administering the provision of community and

family support serviceswould be trested as reimbursable adminisirative costs under
the state's Medicaid plan.

State Assurances. The Act frames the organization of services within the context of

a sate's making key assurances to the Secretary of HHS and working out what is
termed an "implementation strategy.” In order to cover community and family
support services under its Medicaid plan, a state would be required to furnish the
Secretary with the following assurances:

a

The state will submit a state implementation strategy that meets the
specifications outlined in Item 4 below. [N.B., The state implementation
Strateqy is not subject to Secretarial approva but, nonetheless, must be
submitted to HHSHCFA ];



The state will ensure that community living facilities "...are not unduly
concentrated in any residentid ared’;

The state will report to the Secretary on the tatus of effortsto carry out its

implementation strateqy and comply with the Secretary's requests to correct
or verify such reports;

The state will cooperate with the Secretary in carrying out his respongbility
to assess the state's compliance with its implementation strategy, including
making available such records as the Secretary may reasonably request;

The state will: (@) promulgate standards governing each element of
community and family support services covered under its Medicaid plan;
(b) monitor annually al providers of such services to assure that they are
complying with applicable standards; and (c) take necessary steps to assure
that such standards are promptly and effectively enforced:;

The state will comply with the maintenance of effort requirement contained
in the legidation (see below);

The state will safeguard the rights of al individuas with severe disabilities
who participate in Medicaid-financed services,

The gate will ensure that dl individuas with severe disabilities are granted
egua accessto available community and family support services, regardless
of their place of resdence or the nature/degree of their disability,

The gate will assure that digible individuas who are placed in out-of-home
carefacilities arelocated in facilities as close to the home of their naturd,
adoptive or fogter families asis consstent with their best interests; and

The gtate will ensure that priority is given to providing vocationd servicesin
integrated work environments;

" A state's willingness to make these assurances (and accept scrutiny that they are
being carried out) represents a condition of the Secretary of HHS approving a
Medicaid state plan amendment to permit a state to gain FFP for the coverage of
CFSsvices.

State |mplementation Strateqy. Leading up to a state's actudly offering the services
authorized under the Act, it must develop an “implementation strategy” that would
include thefollowing dements:

a

Institutional and Community Services Plans: The state would be
obligated to:

i. describe the extent and scope of community and family support
sarvices provided under: (a) the state Medicaid plan; (b) other
federa or federaly-assisted programs, and (C) non-federal
programs,

i, describe the extent and scope of services provided to €ligible
individuals who were residing in acute care hospitals, skilled
nursing and intermediate care facilities (including ICFHM RSI and
other large public and private facilities (i.e., with 16 or more )

where a ggnificant number of SSI recipients resided;

11 st forth specific objectives and a projected schedule for expanding
and improving community and family support services for



individuals with severe disabilities over the succeeding five year
period (including planned sources of funding);

iv. identify, within 18 months of date community and family support
services were firg covered under the state's Medicaid plan, the
sarvices each person residing in a large facility would need if
transferred to a family home, foster family home, or community
living facility. The individual and, as appropriate, his spouse,
ﬁarent, guardian, appropriate family member or advocate would

ave to be afforded an opportunity to participate in this process;

V. arrange to transfer any digible individua residing in aMedicad-
certified nurang home who was determined to need an dternative

residential setting to such a setting within 40 months after
completion of the needs assessment;

vi set forth specific objectives and a projected schedule (covering the
succeeding five year period) for transferring other eligible
individuas who are resding in large facilities (i.e,, other than those
residing in nursing homes) to more appropriate residential
settings, where they will be digible to recaive CFS sarvices, and,

vii. institute a pre-admission screening program to prevent the
inappropriate placement of individuals with severe disabilities n
nursing homes (i.e., SNFs and ICFs) not later than 18 months after
the date on which community and family support services were
first covered under the state's Medicaid plan.

Placement Policies and Procedures: The state would be required to:

. observe the following policies and procedures in placing digible
individuds out of large facilities (i.e., those with 16 beds or more);

such individuals may be placed only in afacility or
program that is capable of providing an appropriate array
of services consstent with the individua's written
habilitation plan; _ o _
priority must be given to placing such individuasin a
family home, foster family home or community living
facility (including asmall, community-based ICFMR);
individuak may be placed in large ICF/MRs only if the
sarvicesthey require are unavailable in the community in
which they otherwise would reside; and,

while an individua is awaiting transfer from a
nursing home he or she must be furnished active
treatment

sarvices condgstent with his’her written habilitation plan;

i, observe the following procedures in transferring individuals from

SNFs, ICFs, ICF/MRs and large board and care facilities to a
family homefogter family home or community living facility,

develop a"community services transfer plan® ,

. provide written notice to the individual and his/her
spouse, parent, guardian, appropriate family member or
advocate at least 60 days prior to the proposed transfer;
establish a procedure for granting affected individuals (or,
as appropriate, their spouses, parents, quardians,
appropriate family members, or advocates) an opportunity
to appeal the transfer plan and have a hearing before an
impartial hearing officer; and,



afford the individud the right to remain in the facility

pending the outcome of any apped (unless protective
Intervention is deemed to be necessary).

Quality Assurance: The state would be required to set forth in its
implementation strategy "...the component parts of a comprehensive,
integrated quality assurance system that affords individuals with severe
disability expanded opportunities for independence, productivity and
integration...." Aspart of this system, astate would haveto:

i. promulgate standards governi gg each dement of community and
family support services covered under its state Medicaid plan, as
well as each class of residentid facility or living arrangement in
which a dgnificant number of digible individuds reside. These
standards would have to assure that serviceswere:

. based on timely assessments of the individua's needs and
systematicaly organized to assure optima individua
development, independent functioning, productivity and
community integration;

. furnished in accordance with the individual's written
habilitation plan and reflecting the individud's strengths as
well as the services required to assist him/her to achieve
more independent functioning with respect to health and
physcd development, receptive and expressve
communications, cognitive functioning, mobility, sdf-
direction, socidization, leisure time and vocationa
attivities,

provided in a manner that maximizes opportunities for
relationships between the individud and members of the
surrounding community,

provided in community settings (homes, schools, job Sites,
etc.) where exigting and newly acquired skills can be put to
practical use;

designed to ensure that services provided to persons
resding in community living facilities are furnished in
settings other than the facility in which the individua lives
(except where medically contrarindicated); and

designed to assist the individud in acquiring the functiona

life skills necessary to live independently and be integrated
into the surrounding community;

. st forth the methods to be used in indtituting and maintaining the
date's quaity assurance system;

in. outline methods and procedures to: (1) provide an opportunity for
public input in the development of facility/service standards; (2)
dlow the gate developmental disabilities planning council and
protection and advocacy system to review proposed standards, and
(3) respond to comments by the public, the DD council, and the P
and A system regarding such standards;

iv. license or certify all facilities and programs that provide
community and family support services covered under the state's
Medicaid plan. All physica structures in which digible individuas



either reside or receive program services would have to meet
applicable stateflocd fire, safety, health and sanitation codes, and
they would have to have interior and exterior features comparable
to other residentia structuresin the surrounding neighborhood. A
state, at its discretion, could require that specified classes of
facilities/programs be accredited by a national accrediting body
designed by the Secretary.

V. establish a"system for conducting annua independent, third party

evaluations of a crass-section of community and family support
sarvices provided under its stlate Medicaid plan. This syssem would

haveto incdlude:

. an andysis and vaidation of client-based data;
periodic vists to adatisticaly valid sample of agencies or
Individuas providing such services,

an assessment (of a etidicaly valid sample of digible
individuds receiving sarvices, udng reliable and vdid
instruments) to determine the extent to which services
contribute to a person's making choices, the acquigtion of
positive socia behaviors, improved socid integration and
participation in community life, increased productivitK,
consumer satisfaction, the physical comfort of the
individual, the attractiveness/appropriateness of higher
living environment and the achievement of the
goasobjectives outlines in the individud's written
habitation plan; and

asummary of findings and recommendations with regard
to needed changesin state laws and adminidtrative policies
and practices.

Vi conduct an annual assessment of consumer satisfaction with
community and family support services,

vii. organize a program of periodic assessments of the physical and
socia environment of residential settings by a review body
composed of parents, guardians, relatives and neighbors of
individuals with savere disahilities,

viii. establish "a systematic methodology for assuring prompt correction
of i’:\n(\j/ deficiency identified...". This methodology would have to
include;

. a procedure whereby the provider could appeal any
deficiency citation;
arequirement for the submittal of a correction plan by the
provider when deficiencies are identified. This plan must
include a schedule for promptly diminaing such
deficiencies,
. atraining and technical assistance program to assist
providers in diminating deficiencies; and
ahierarchy of ?enaltieﬁ for failure to comply with state
standards, including termination of the provider's
participation in the program.

Admissions to Institutions and Other Large Congregate Facilities. A
state would have to spell out the steps it would take to: (a) restrict
admissions to residentia facilities that do not meet the definition of a
family home, foster family home or community living facility (Le., larger




congregate care facility) through the use of community-based services; and
(b) identify the service needs of persons residing in such fecilities

Continuity of Services. A state would be required to:

. make alternative provisions for any digible individual who had
been living in a Medicaid-financed facility or institution
which ceased to provide care and servicesto theindividua (except
at the request of the individua or hishher representative); and

. establish procedures for ensuring the continuity of funding and the
provision of services to an dligible individua when the entit?/
through which he or she was recelving Medicaid-reimbursable
services voluntarily discontinued operations or was terminated
from the program.

Public Participation. The state would have to "...afford the public an
adequate opportunity to comment on the State's implementation srategy..."
before submitting it (or annua revision thereof) to the Secretary.

Staff and Agency Qudlifications. The state would be required to establish
methods and procedures for ensuring that:

i. each staff member of an agency providing community and family
support services was. (1) fully qudified to perform any assigned
duties; and (2) had received or would receive adequate training
and retraining In the provision of services,

. each provider agency or organization maintained written personnel
» palicies,

iii. each provider agency or organization had access to needed
technical assistance services,

Protective Intervention. The state would have to set forth methods for

assuring that protective intervention services were made available, where
necessary, to individuas with severe disahilities. It aso would be required
to assure that the entity responsible for providing protective intervention
sLrvices

i. had daily, 24 hour access to every organization or agency
responsible for providing Medicaid-rembursable services to
digible individuds;

. was independent of any organization or agency responsible for
providing services to such individuds, and

iii. had the legal capacity to intervene on behalf of such individuals
when necessary to protect their rights.

Parent Training. The state would have to specify the methods to be used
in furnishing training and technical assistance to natural, adoptive and
fogster parents of digible individuas.

Case Management Services. The state would have to specify the steps that
would be taken to ensure that each digible individua receiving Medicaid-
reimbursable community and family support services had access to case
management services which were provided:




i. by an entity that was organizationaly independent of (and free of
any conflict of interest with respect to) any entity furnishing
ongoing direct sarvices to individua s with severe disahilities;

ii. with sufficient frequency and intendity to ensure that the objectives
outlined in the individua's written habilitation plan were achieved
within the timeframes specified; and

iii. by atrained individua with a caseload that permitted him/her to
vigt each individud at least once a month.

k. Management Information System. The State would be obligated to have in
effect a management information system "...capable of collecting, storing
and retrieving data on individuas who received (or were digible to recaeive)
community and family support services..."

L Appeds. The state would be required to spell out procedures for:

I. granting an individual or, as appropriate, hisher spouse, parent,
guardian, appropriate family member, or advocate an opportunity
for aspeedy, impartid appeds hearing when the individua (or his
representative) believed that he/she was being inappropriately
served, denied appropriate services or scheduled for transfer from
one living arrangement to another;

ii. providing affected parties with a written notice at least 60 days
prior to any proposed transfer (except under emergency
circumstances); and,

iii. advising affected individuals, their families and advocates of
avalable dternative arrangements and services, the individud's
right to choose among the available licensed/certified providers of
sarvices and ther right to afair hearing.

m. Administration. The state must describe the methods to be used in
administering community and family support services under its state
Medicaid plan, including:

I. the specific roles and responsibilities of: (@) specified state and
locd governmental agencies in establishing policies governing the
provison of such services and in providing such services (ather
directly or through arrangements with other public and private
entities); (b) the agency responsible for providing protection and
advocacy services, and (c) the community agencies and
organizations responsible for providing community and family
support services, and,

ii the steps to be take in recruiting and sdecting community provider
organizations/agencies.
organizations/agencies.

n. Use of Medications and Behavioral Management Technigues. The state
would be obligated to specify the criteria to be used in prescribing
psychotropic and anti-convukant medications as well as behavior
management techniques. In addition, the methods the state would use to
ensure compliance with such criteria would have to be outlined in the
date's implementation Srategy.

o] Supported Employment. The state would have to set forth the methods it
would use to expand the number and types of integrated work settings and
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the range of available supportive services that it would make available to
eigible individuas 18 years of age or older.

p. Coordination with Education and Rehabilitation Agencies. The state

would have to outline methods for assuring that the provison of Medicaid-
reimbursable specidized vocationa and educationaly-related services
would be coordinated with state and loca vocational rehabilitation and
educationd agencies.

Employee Protections. The state would have to outline fair and equitable

provisions (as determined by the Secretary in consultation with the
Secretary of Labor) to protect the interests of public employees who were
effected by the transfer of digible individuas from public inditutions to
community or family living facilities. Maximum efforts would have to be
made to provide for the employment of such persons, including
arangements designed to preserve employee rightsbenefits and, where
necessary, to train and retrain such employees. The state dso would have
to outline methods and procedures for assuring fair employment standards
and equitable compensation for workers in private programs and facilities
offering Title XIX-reimbursable servicesto digible individuds.

In structuring its "implementation Strategy” to address these aress, the legidation
sets forth an extensive list of areas a state must address before it may receive
Medicaid reimbursement for services covered under the legidation.

Provisons Affecting Federa Paymentsto States. In addition to authorizing federa

financia participation in furnishing CFS services specified as reimbursable, the
legidation has the following additional provisions which bear on federal Medicaid
payments to states:

a

State Maintenance of Effort. A state must maintain the level of state
and/or local support for services that it attempts to qualify for Medicaid
reimbursement under the act and, further, commit to adjusting that level of
Support to reflect the effects of inflation. In other words, a state must
maintain its present level of fiscal effort or face areduction in federal
payments.

Limits on Federal Payments to Larger Facilities. Effective with the
beginning of the firg fiscal year beginning after the date of enactment of
the legidation, federd financid participation (FFP) in the cost of SNF, ICF
and ICF/MR facilities (with 16 or more beds) would be limited to the
amount the state received on behdlf of individuas with severe disabilities
under 65 years of age in the previous fiscd year. This limitation, or freeze,
on FFPwould remain in effect indefinitely, except for amounts:

I. in excess of asix percent rate of inflation, as measured by the CHI;
and

ii. necessary to implement a plan of correction resulting from a
federd ICF/MR look behind review that involves a net reduction
(or phase-down) in the facility's population (see item V below).
This limitation would not apply to a SNF, ICF and |ICFH/MR facility which
met federal standards (including standards governing appropriateness of
admissions) and d<o ether

I met the size and locational requirements of a community living
fadlity,
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. had 15 or fewer beds (not including those occupied by staff

members), was in operation on September 30, 1987, and had not
increased its bed capacity, or

ii. was otherwise treated as a community living facility under the
datutory definition of this term.

Waivers of Statewideness and Comparability. A state would not be considered to
have violated the statewideness and comparability requirements of Medicaid law if it
elects to phase in any new community and family support service (including the
mandatory services specified above) over athree year periqd._eBC}/ theend of sucha
period, however, the state would have to make the specified service available

datewide and on a comparable basis.

Waiver of Freedom of Choice. A state would be permitted to disregard the
"freedom of choice" requirement of the Act in furnishing case management services,
if it found that waiving such reguirements was necessary to the effective and
efficient provison of services.

State Administration. The Governor of a state could assign responsibilities for
performing specific management functions regarding the provison of community
and family support services to agencies other than the single state Medicaid agency.

Protection of Rights In order to qualify for Medicaid payments for community and
family su;gloort services, a state would be required to have in operation a system to
protect and advocate for the rights of individuals with severe disabilities who were
digible for Medicaid benefits. This system would have to be implemented by an

agency which:

a was independent of any provider of direct Medicaid-reimbursable
savicesto digibleindividuas;

b. had the authority to pursue legal, administrative and other
appropriate remedies on behdf of such persons; and
C. gac_l the authority to access client recordsin order to carry out its
ties.

A gate would be obligated to designate the existing protection and advocacy system
established pursuant to the Developmenta Disabilities Assistance and Bill of Rights
Act to carry out such function. In addition, it would have to provide the Secretary
with assurances that any Medicaid payments for protection and advocacy sarvices
would be used only on behdf of persons with severe disahilitieswho were digible to
receive Medicaid-reimbursable services.

Private Enforcement. "[A]ny person injured or adversdly affected or aggrieved..." by
an action of the state administering agency that violates the terms of the legidation
would be permitted to file suit in federal district court for injunctiverelief. The
plaintiff in such a suit would be authorized to recover reasonable attorney's
fees/costs from the defendant should he or she prevail in the case.

Payment Rates The state would have to specify in its Medicaid plan the methods
and standards it intended to use in establishing payment rates for community and
family support services. Such methods/standards would have to result in payment
rates that were"...reasonable and adeguate to assure the provision of care and
sarvices..." that: (a) complied with applicable state and federa laws and regulations;
(b) met qudity and safety standards; and (c) assured dligible individua s reasonable
access to community and family support services of adequate qual i(tjy (taking into
account geographic location and reasonable travel time for family and friends).
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Establishment of a Bureau of Developmental Disabilities Services The Secretary
of HHS would be required to establish within HCFA a Bureau of Developmental
Disabilities Services, which would be"...the principa office within the Department..
for administering... programs under Title XIX... related to individuals with severe
disabilities’. The Bureau would have to be headed by a director, appointed by the
Secretary in consultation with the HCFA Administrator.

Development Testing, and Dissemination of Outcome Measures and Personnel
gtanda_rds._ The Secretary would be responsible for developing, field testing and
isseminaing:

a reliable and vaid instruments to assess the outcomes of Medicaid-financed
services to digible individuals, including outcomes in such areas as
community integration, individua and family satisfaction, and the impact of
environmental factors, and

b. competency-based personnel standards for agencies and organizations
involved in providing Medicad-rembursable community and family
support servicesto individua s with severe disghilities.

The Secretary would not be authorized to require states to use specific outcome
indicators or personnel standards.

Assessment of State Compliance With the State Implementation Strategy. The
Secretary, after consultation with the Secretary of Education and studying any
recommendations made by HCFA's Bureau of Developmenta Disabilities Services,
would be required to conduct an annua assessment of each Sate's:

a compliance with the assurance it has provided the Secretary; and
b progress in carrying out its implementation strateqy, including the steps
taken to:
. expand the quantity and improve the quality of community and
family support services,
. develop essential support services necessary to mantan a

responsive network of community and family support services
(including the provision of training, technicd assstance and crisis
intervention services); and

promulgate standards governing community and family support
services, monitor compliance, and enforce such standards.

The Secretary also would be responsible for conducting "...annual assessments of the
adequacy of the quality assurance components established...”" under each state's
implementation strategy. A state'simplementation strategy would not be subject to
I‘Ser_;éetarlal approvd, provided it contained al of the components specified in the
egidation.

Regulations.  The Secretary would be responsible for issuing final regulations
implementing the legidation prior to the beginning of the first fisca year after the
enactment date of the bill. These regulations would have to include provisions
governing the preparation, public review, distribution and annual revisionsin a
state's implementation strategy. The bill provides, however, that the Secretary
would not be authorized to:

a promulgate standards governing the provision of community and
family support services or
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b. withhold Medicaid payments for community and family support
sarvices prior to the issuance of find implementing regulations,
provided the affected state complies with dl of the requirements of
the legidation.

While the bill contains other technical provisions, the provisions discussed above represent
the main thrust of Senator Chafee's proposal for reforming present federal Medicaid policies
asthey affect persons with severe disabilities.

C. Commentary on the Legislation

In addition to the observations made concerning this legidation in the report itsdlf, it is
useful to highlight and discuss certain provisions of Senator Chafee's hill by directing the
reader's attention to certain key facets of the legidation and their relationships to current
issues associated with federal Medicaid policies as they affect services to persons with
developmenta disabilities.

To begin, it isimportant to note that the Chafee/FH orio bill represents an attempt to achievea
wide range of objectives which anumber of nationa organizations view as critica to the
elimination of disincentives and perversities associated with existing federal Medicaid
policies. In particular:

1 Eligibility. Theaim in drafting the legidation was to assure that digibility for CFS
services would be compl etelgl decoupled from the "need for ingtitutiondization” test.
The legidation attempts to do this by substituting the SSI test of what condtitutes a
substantial physical or menta impairment as the standard for determining whether
aperson's disability indicates a need for CFS services. In addition, the Iegii)_sl ation
through a variety of means, attempts to: (&) remove the "ingtitutional bias' of
Medicaid by requiring a state to use the same income and resource standards in
testing an individud's digibility for CFS sarvices as it usesin determining financial
digibility for ingtitutional services; and, (b) create additional options for covering
persons who live at home or who might be denied dligibility because a State is
classified as a "209(b)" state. In other words, compared at least to existing
Medicaid long term care policy, the "portd” of digibility under thislegidation isvery
wideand may, at agtate's discretion, be widened even further.

I'I'h(_a 5{0“ owing points should be made with respect to recipient digibility under this
egidation:

Fird, the legidation intends that persons who meet the SSI test of
disability and a dtate's tests of financia need will be entitled to
community and family support services. States, in other words,
would be obligated to provide any or al of the mandatory services
soecified in the legidation to dl digible individuas who are found
to need them. In addition, they would be permitted to choose
among some 20 optional services that could be covered under the
gate's Medicaid plan on behdf of this same target population.

Basic Medicaid policy mandates that a state extend eligibility to dl public assistance
groups, including SSI recipients. In conjunction with the adoption of the SSI
program in 1972, however, Congress permitted states which employed digibility
tests that are stricter than SSI to retain such tests if they elected to do so. Such
states are referred to as "209(b)" states. At present, there are fourteen gtatesin this
clasgfication. The particular digibility provisions that depart from SSl criteriaused
by these states are highly variable. In some states, such provisions constitute a
major obstacle to gaining €eligibility for certain groups of persons with
developmental disabilities; in others, the effects of such differing criteria are
relaively minor.
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Second, the SSI criteria that would be used as the basis of
eligibility under the legidation is broader than the criteria
employed in most states to assess the digibility of persons for
community services or the "mentd retardation and other related
conditions’ criterion presently employed in the Title X1X program
to test digibility for Medicaid-reimbursable developmental
disabilities services. These criteria, for example, would permit
certain types of individuals with mental illness to qualify for
services under the legidation.

Third, the provisons of S1673/H.R. 3454 that would increase the
age of "onset”" of a severe disability progressively until it reached
age 50 would further broaden the categories of individuals who
would be entitled to recelve services under the legidation by
incorporating g_roup_s_ not presently served within state
developmenta disabilities service systems. (i.e., persons with
severe disabilities originating in early adulthood in mid-life).
[N.B., This provison was not a recommendation of the ad hoc task
force which worked with Senator Chafee to develop the bill ]

In contrast to present Medicaid policies that permit a state considerable latitude in
designating who is and is not eligible for Medicaid-rembursable developmental
disabilities long-term care services, the Chafee/Florio bill would establish a
nationwide floor of digibility, in order to insure that al persons with severe
disabilities would have access to a minimum array of services. State latitude in
determining the core population of eigible individuals who might receive CFS
sarvices would be more limited than under current law, although a state would have
an improved set of options in granting digibility to individuals who are not part of
the core population.

Covered Services. The Chafee/Florio legidation was purposefully drafted to
provide the state with a wide range of community and family service coverage
options. Some 24 discrete services are enumerated as digible for Medicad
reimbursement and a state is afforded the latitude of designating other services o
long as they comport with the purposes of the legidation and are approved by the
Secretary of HHS. In addition, extensive definitions are contained in the bill for
many of the enumerated services, one reason for including such lengthy definitions
was to prevent HCFA officias from establishing more redtrictive definitions by
issuing proscriptive regulaions or adminigtrative policies.

As noted earlier, the legidation would mandate that each state cover a core set of
sarvices (case management, specialized vocationd, individual and family supports,
and protective intervention) that the states would have to make available to all

eligible individuas. Again, the am of this requirement was to assure that al

persons with severe disabilities had accessto abasic set of sarvices, regardless of the
state in which they reside. The framers of the legidation were particularl?/

interested in assuring that high quality case management services would be available
to dl persons (and, hence, the inclusion of extensive provisions describing the scope
and range of such services that would be furnished to eligible persons) and to
require sates to cover individua and family support services before quaifying the
costs of out-of-home services for Medicaid rembursement.

At the same time, however, it isimportant to note that the legidation left intact the
bulk of current statutes governing the ICF/MR program. No attempt was made, for
example, to change the character of exiging gatutory provisons or mandate that
regulations governing this program be revised to comport with the generd aims of
this legidation. Legidative provisons regarding the ICF/MR program were
restricted to limiting the federal government's level of financia participation in the
costs of larger, ICF/MR fecilities. Apart from the provisions dealing with the cap
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on payments to facilities with 16 or more residents, the Chafee/Florio bill was
premised on the belief that states should be permitted to claim federal Medicaid
payments for awide range of community and family support services that would
corfne[();ergent but did not necessarily displace, therole of "smdl” ICF/MR facilities
in federd statute.

Larger Facilities. Earlier versions of the Chafee/Florio legislation contained
provisions that would have mandated the depopulation of larger, ICH/MR-certified
facilities or, dternatively, would have progressively withdrawn federal Medicaid
support from such facilities over aperiod of ten to fifteen years. S.1673/HJ13454,
however, includes provisons to Smply freeze the existing aggregete level of federd
Medicaid payments on behdf of residents of ICF/MRs with sixteen or more beds
(except during periods of high inflation or when federd "look-behind” survey results
reveal significant deficiencies that raw re the expenditure of additional fundsto
bring afacility into compliance with federal ICF/MR regulations).

The restriction on Medicad payments to states for the costs of servicesfurnished in
larger facilities served severa different objectives in the overdl context of the hill.
Firgt, the regtriction was viewed as a necessary step to assure that the fiscal impact
of the legidation would be limited. By limiting paymentsto large ICF/MR facilities,
the drafters of the legidation recognized that it would be possible to support a
broader range of community and family support services on behalf of alarger target
population without triggering an overall increase in the rate of federal Medicaid
outlays. Second, key supporters of the legidation viewed such a redtriction as an

essentid step toward diminating the states reliance on large congregate faculties.

Third, some supporters of the legidation viewed the payment restriction as ameans
of preventing the continued depletion of resources to maintain large, outmoded

public residentia centers, which ultimately would work to the detriment of effortsto

expand community-based services.

Without a doubt, the so-called "freeze' on paymentsto larger facilities has emerged
as the single provision of S. 1673/H.R. 3454 around which opposition to the
legidation has codesced. Some indtitutiona parent groups, for example, view this
provision as a maor threat to the long-term security of services furnished to their
sons and daughters who reside in larger facilities. Public employee unions, while
recognizing that the role of larger, state-run facilities is receding, nonetheless
strongly oppose arestriction on federal payments which could prompt an
acceleration in the closure of such facilities. Some private provider agencies also
have expressed concern that, since the freeze covers not only state-run centers but
larger privately-operated facilities, states might attempt to preserve their own
indtitutions by directing the main impact of the freeze toward private facilities

In addition, the concept of a freeze evokes considerable opposition in the House of
Representatives (and, particularly, on the part of Representative Waxman). It must
be kept in mind that, over the past severa years, the House has successfully
rebuffed numerous attemgs by the Reagan Administration to impose a generd,
across-the-board cap on federal Medicaid payments to the states. Finally, while
initidly voicing a willingness to accept redtrictions on federa payments to larger
ICHMR faculties in exchange for broader-based coverage of community and family
support services, state MR/DD agencies have recently expressed renewed
reservations about the proposed cap in view of the rising costs of ICF/MR services
that has resulted from increased federal regulatory oversight of ICF/MRs. They
point out that the higher "threshold" of regulatory compliance now being imposed by
HHSHCFA makes a cap infeasible from a state budgetary perspective.

No doubt, the issue of maintenance of openended federa financid participation in

the cost of operating larger ICF/MR facilities will continue to be a bone of
contention in the renewed debate concerning the Chafee legidation in 1989.
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Federal and State Roles A great dedl of attentionispaid in S. 1673 and H.R. 3454
to the gppropriate roles of the states and the federa government in managing
Medicaid-reimbursable community services and how accountability for such
expenditures can be best assured. The legislation rejects the notion that the
Secretary of HHS should be given unilateral responsibility to regulate the provision
of the Medicaid-reimbursable services that would be authorized under the hill.
Indeed, the level of Secretarid involvement in program administration would be
pggoosely restricted, largely as an outgrowth of the states' recent experiences in
dealing with an Administration bent on using administrative policies to constrain
federd outlays.

Recognizing that Congress was unlikely to approve legidation that granted the
dtates carte blanche authority in utilizing federal funds to support community and
farnily_sup#oort services to persons with severe disabilities, the framers of the
legidlation focused on three strategies to assure Congress that federal dollars would
be used to support intended services while avoiding the percaived pitfals of intrusive
federa regulation and oversight of the delivery of such services. In particular:

First, extensve and extraordinarily detailed statutory provisions
were drafted to obviate the need for Congress to assign the
Secretary the responsibility of issuing regulations administratively
defining the steps a state would need to take to implement the
legislation. Extensive statutory provisions were viewed as
necessary to: (a) assure Congress and the interested public that the
basic intent or the legidation would be followed in each state; and,
(b) restrict the ability of a hostile federal Administration to limit
the scope and range of services that states were allowed to
provide in order to achieve federa budgetary objectives.

Second, the reliance on state "assurances’ as a precondition for
approva of a Medicaid state plan amendment to cover CFS
services was intended to avoid subjecting state plans to
inappropriate levels of federal review while granting each state
congderable flexibility in the way in which it elected to carry out
various statutory requirements.

Third, the requirement that each state devel op an implementation
drateqy represented a means of assuring that whatever measures a
state took to back up its assurances would be subject to public
scrutiny and participation across the full gamut of issues that affect
the provison of servicesto persons with severe disabilities,

In addition, the legidation would provide each state with the option of reassgning
Medicaid program responsibilities to the state MR/DD agency, in order to permit a
state to ingtitute a unified gpproach to program administration. Lastly, to achieve
the same ends at the federa level, the bill would require the Secretary to

consolidate federa responghilities for administering Medicaid-financed services for
persons with developmental disabilities in a single bureau of the Hedth Care
Financing Administration.

In many respects, these dements of S.1673/HJ13454 are the most complex and
difficult to understand in the entire bill. The drafters of the Chafee bill were
atempting to define a new basis of state-federd interaction in overseeing and
regulating Medicaid-financed services. In part, the complexity of the legidation also
stems from efforts to reflect in the bill's requirements emerging points of view
regarding contemporary "'best practices' in the provision of services and methods of
assuring program quality. For example, the specifications regarding case
management services are extremely detailed in comparison to those used by
Congress when it authorized the provision of "targeted case management services'
as an optional Medicaid state plan coverage in 1986 (through the adoption of
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Section 1915(q) of the Social Security Act). These provisions not only describe, in
detail, the scope and range of case management services but also reflect the view
that case management services ought to be separated administratively and
organizationaly from the provison of direct dient services.

In summary, then, the Chafee/Florio legidation represented an effort to address many
different Medicaid policy problems while attempting to establish a new ideological
orientation for employing Medicaid dollars on behaf of persons with developmental
disabilities. For example, in requiring a date to cover a relatively large (by present day
_stand_ardg) target population and agree to furnish a minimum array of services to such
individuas, the legisation represents a noteworthy departure from the conventional manner
inwhich Congress has changed Medicaid policies. namely, by broadening the service options
a state may elect to provide, rather than mandating that a state furnish particular types of
services. The supporters of the legidation believe that such a departure from conventional
practice is necessary to resolve interstate variations in the scope and range of services
furnished to personswith severe disabilities.

Thelegidation'sideologica bent isevident in many differing ways, including the ingtitutional
"freeze," its strong articulation of client rights (including the right to individually sue a state
for the dleged falure to effectively carry out the provisons of the legidation), prohibitions
againg the use of "aversve" behavior modification technigues, and the cal for "independent”

case management services. As a consequence, the legidation attempts to move beyond

mandating greater emphasis on community-based services to attempting to change the
framework within which such sarvices are furnished.

Finaly, the legidation's attempt to resolve the thorny questions associated with federal and
date respongbilities for implementing the legidation are noteworthy and — if the legidation
were to be enacted - potentially precedent setting. At the same time, the effort to shield
program management from intrusive federal oversight has raised significant concern on the

part of some members of Congress as to whether the states can be entrusted to carry out the
mandates of the legidation.

In conclusion, it isfair to say that the Chafee/Horio legidation is far more than an attempt
to "tinker" with present Medicaid policies. Instead, the legidation tried to substantially
redefine the overdl basis for federd Medicaid assstance to the states on behalf of persons
with severe disabilities.

D. Fiscal Ramifications

As was noted in Chapter 1V of the report, estimates of the potentia fiscal impacts of

S.1673/H.R.3454 are highly divergent. Depending on the source of the estimate, the

legidation would result in a net reduction of federa Medicaid outlays on behalf of persons
with developmentd disabilities or have ~ even by Washington standards ~ enormous fiscal

impacts. It is useful, therefore, for the reader to have an understanding of the basis of this
fiscal impact estimate, especidly since the potential cost of the legidation undoubtedly will

play alargerolein determining its prospects for adoption.

The Congressional Budget Office (CBO) is responsible for estimating the fiscal impact of
legidation introduced in Congress.  In September and October of 1988, CBO furnished
written estimates of the fiscal impact of S.1673/H.R. 3454 (as well as Representative
Waxman's H.R.5233; see Appendix B of thisreport). In estimating the fiscal effects of the
Chafee/Florio bill, CBO focused on two aspects of the legidation: (a) the effects of the
freeze on payments to the states for services furnished in larger ICF/MRs; and, (b) the
ramifications of the expanded coverage of community and family support programs. In
addition, CBO estimated the additional administrative costs that would be associated with
implementing and maintaining CFS services as well as the other adminigrative requirements
contained in the legidation.

For the five-year period, commencing in federal FY 1989, CBO estimates that the
Chafee/Horio bill would have the following impact:
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Estimated Fiscal Impact of H.R.3454
Congressional Budget Office
Table 1

ESTIMATED FEDERAL COSTS
{millions of dollars)

1989 1950 1891 1982 1993

Increase in Recipients and _ .
Costs: Community Services Sy S et | 335 750 1140

Limitation on Payments to

Institutions

0 -310 -840 -990 1365

Administrative Costs 30 35 70 80 110

TOTAL 30 -275 -215 -160 -115
Source: CBO, 1988

With regard to expenditures for community and family support services, CBO's estimates
were based on the following assumptions.

First, CBO assumed that states would require an extended period of time
to develop their implementation sirategies, secure Secretarial approval for
Medicaid date plan amendments, and begin to actually provide Title XI1X-
reimbursable community and family support services, as authorized under
the legidation. Based on the assumption that the Chafee/Florio bill
became law on January 1, 1989, for example, CBO estimated no effect on
federa payments for commumty-based services until federd FY 1991 (the
fiscal year commencing October 1,1990 or 21 months following passage).

Second, CBO estimated that, by FY 1993, the number of persons receiving
CFS sarvices would total 115,000 persons, including 24,000 individuas
whom the states would transfer from larger ICFMR-certified facilitiesin
response to the freeze on Medicaid payments to such facilities. CBO's
estimates attribute the remaining increase in the number of recipients to
the extension of CFS services to: (a) 30 percent of an estimated 350,000
children who receive SSI; and, (b) another 105,000 adults who would
choose to enroll in the SSI program and, hence, become €ligible for
Medicaid in order to receive community services authorized under the
legidation. In each case, CBO assumes that only 40 percent of potentia
enrollees would actualy be offered and receive CFS services. Finadly, CBO
atributed a relatively small im to the sdlection by the states of other
optiona eigibility coverages offered under the hill (only 5,000 additional
persons would become eligible as aresult of these provisions, according to
CBO'sestimates).

Furthermore, CBO assumed that the states would encounter difficulties in
expanding the supply of services needed to meet new demands. This
assumption influences CBO estimates regarding when states would actudly
begin to make claims for CFS services and the degree of participation in
such servicesin future years. [N.B., CBO trimmed its estimate of FY 1993
costs by approximately 15 percent due to the assumption that the supply of

sarvices could not be expanded as rapidly as the demand for services
increased ]
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. In terms of the costs of services, CBO employed estimates based on the

costs of services furnished by the states under their HCB waiver programs
aswadll as other data. CBO assumed that costs would vary with the severity
of disability and, hence, attributed a higher cost to serving persons
transferred from larger facilities than non-ingtitutionalized persons who
would be enrolled in CFS sarvices.

Finaly, in CBO's judgment, the state "maintenance of effort” requirement
would require the states to come up with additional federal
matching dollars to access increased federal Medicaid payments for
CFS sarvices,

hence, the degree to which states would be able to utilize existing,
unmatched dollars as a means of accessing increased federa payments
would be limited, according to CBO's thinking.

CBO noted that its estimates of this aspect of the Chafee/Florio legidation are subject to a
considerable number of uncertainties, including the degree to which "new users' would step
forward to participate in the Medicaid program as aresult of the legidation. In addition, it
must be noted that CBO's estimates throughout this facet of its analysis are based on a
variety of data sources, some of which may not condtitute an entirely satisfactory basis for
preparing fisca impact estimates.

In terms of the effects of the cap on indtitutional expenditures, CBO's estimates are based on
current trends in ICF/MR spending. In particular, CBO notes that its "basdline”’ estimate of
projected spending increases in the ICFHMR program is an 11.5 percent annud rate of
growth. The "basdine" congtitutes CBO's estimate of spending in the absence of any change
in current law. Noting that 82 percent of dl ICF/MR beds are located in facilities serving 16
or more persons, CBO attributed an equivaent level of spending to such facilities and then
estimated the federa budgetary sayings that would be derived as aresult of avoiding the 11.5
percent rate of increase in spending in such facilities due to the bill's proposed freeze on
federal payments. In developing these estimates, CBO assumes that states would transfer 5
percent of theresidentsin large facilities to CFS services each year to mitigate the effects of
the freeze and offset the remaining loss in federal financia participation through increased
State appropriations.

Findly, with regard to administrative costs, CBO attributed a reatively high impact to the
Chafee/Florio legidation, due mainly to the hill's requirements dealing with client
assessment and quality assurance. At full implementation, CBO estimated that the average
state would have to hire an additional 60 staff members "to meet the requirements of the
act." In addition, CBO projected that HCFA would require an additional 50 staff positions
to carry out federa respongbilities under the legidation.

As shown on the table above, CBO's overall estimate of the fiscal impacts of the
Chafeg/Florio legidation is that it would result in anet reduction in federal outlaysin each
year in which the freeze on institutiona expenditures was applied. The five-year etimateis
that federal outlays would be reduced by $730 million. In other words, in CBO's view the
freeze on intitutional reimbursements will more than offset increased federa spending for
CFS sarvices aswdl as stateffederal administrative codts. It dso might be noted that, dueto
the freeze and CBO's view that the legidation’'s maintenance of effort requirement will
necessitate new state appropriations to match federal payments for CFS services, state and
locd spending under the legidation is expected to rise substantialy over the five-year period
covered by CBO's estimates. By FY 1993, CBO edtimates that statefloca spending would
be $1.7 billion higher than under current law.

In CBO's opinion, then, the likely fisca ramifications of the Chafee/Florio legidation are:
(a) reduced total federal outlays on behalf of persons with developmentd disabilities; (b) a
reconfiguration of this reduced level of federal assistance from ingtitutional to CFS services
and, (c) a major shift in program financing from the federal government to the states.
Should the freeze on payments for larger Medicaid-certified facilities be deleted from this
legidation, however, CBO's estimates of the effects on Medicaid spending for community
and family support services would mean that arather significant allowance of new spending
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authority would have to be made in the Congressional budget resolution in order to account
for the increased outlays that would be triggered by the bill.

In sharp contrast to CBO's estimates of the fisca impact of the Chafee/Florio legidation, the
Department of Health and Human Services has prepared its own preliminary estimates of
the fiscal impacts of the Chafee/Florio bill. HHS has estimated that the |egidation would
trigger a net increase of $700 million in federal Medicaid spending during the first year
following enactment of the bill (compared to estimates of spending under current law),risin

to $1.3 billion in the second year, and thereafter rising progressvely due to the effects of
inflation. (ASPE/HHS, 1988) While the detailed assumptions that underlie these estimates
are not available, it is clear that these estimates stem from two key disagreements with
CBO's assumptions. In particular:

HHS believes that the states would submit Medicaid state plan
amendments and begin claming federal rembursement for digible CFS
sarvices far more quickly than CBO believes.

In large part, HHS bases its assessment that the states would move rapidly
to take advantage of the Chafee/Florio legidation's broadened coverage of
community and family support services on the fact that state's have a
reservoir of approximately $2 billion in state spending for community
services that currently is not used to match Medicaid dollars. Since a
substantial share of the services supported by this spending would qualify as
CFS sarvices under S.1673/H.R.3454, the states could readily gain
additiona federd payments without substantially increasing their own
spending inthisarea

At the heart of these gtriking differences in these two estimates of the potentia fiscal impacts
of the Chafee/Horio legidation is the true effect of the "maintenance of effort” provision of
the legidation. CBO has interpreted this provision to mean that a state would have to supply
additional state/local funds over and above present spending levels in order to access
increased federal ments for community and family support services. HHS, on the other
hand, believes that the effect of the "maintenance of effort" provision would be to prevent a
state from reducing its present level of spending while permitting currently available
statefloca funds to be counted as matching dollars for servicesthat are digible for Medicaid
reimbursement under the Chafee/Florio legidation. In other words, dollars currently
appropriated and not otherwise already employed as Medicaid matching funds could be used
to leverage additional federa payments.

In point of fact, determining the potential short or long-range fiscal impacts of the
Chafee/Horio legidation is a complex undertaking. Ultimately, the fisca impacts of the
legidation would be determined by the reactions of dates to the provisions of the final
legidation. Asin nearly any other federal-state program, it is likely that these reactions
would vary considerably from state-to-state. The freeze on payments to large facilities, for
example, might prompt some states b move quickly to submit Medicaid state plan
amendments to access additional federal funding for community-based services, in large part
to offset the effects of the freeze. In addition, it must be kept in mind that the most relevant
effect of the "maintenance of effort" provision is to require states to increase total
expenditures for community and family support services that could be qudified for Medicaid
reimbursement under the legidation. In most dates, there is little doubt the demand for
servicesis such that utilization rates could increase rapidly, assuming that additional service
cgpacity could be brought on line to accommodate such demand.

The _abili% of states to expand existing community service capacity can be expected to vary
consideraply. Undoubtedly, a key factor that would affect such capacity building is the
degree to which states employ the additional federal funds that could be leveraged through
exiging state dollars to enhance payments to provider agencies. To the extent that states use
additiona federd dollars to do so, spending may increase rapidly in the short-term.

A-21-



On the other hand, if states react conservatively to the legidation (e.g., by employing the
bill's provisions to phase in implementation and/or remain within the boundaries of the

mandatory service eements), ?oendi ng for community and family support services could be
expected to increase more dowly.

In addition, another key variable in calculating the bill's ultimate fiscal impact would be the
extent to which the freeze on payments to larger facilities might prompt states to step up
efforts to reduce populations in state or privately operated ICF/MR facilities in order to
avoid having to substitute state dollars for the federal dollars that would no longer be
available to support any actua increases in the cost of operating larger ICF/MRs. As noted
in Chapter HI, the ability of states to accelerate the pace of "deingtitutionalization” may be
limited. To the extent that federal oversight activities continue to result in an escalation in
state spending on such facilities, therefore, many states mi %ht be hard-pressed to expand

Ic_(l)(mmunity-based sarvices as rapidly as supporters of the Chafee/Florio legidation would
ike.
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APPENDIX B: THE WAXMAN
LEGISLATION

A. Legislative History

Congressional debate surrounding Medicaid reform legidation took a new and potentidly
important turn in August 1988 when Representative Henry A. Waxman ED-CA) Introduced
abill (H.R. 5233) which would make substantia modificationsin current law asit affectsthe
provision of Title XIX-reimbursable services to digible persons with developmental
disabilities. As Chairman of the House Subcommittee on Health and the Environment and a
forceful advocate for programs to help the poor, Waxman is generaly recognized as the most
influential Member of the House when it comes to formulating Medicaid policy. Although
he has fought hard (and with remarkable success) over the past eight years to protect the
Medicaid program from the ravages of Reagan Administratiorn+inspired budget cuts,
Waxman has unwilling to endorse the "Medicaid Home and Community Quality
SavicesAdt" (S.1673/HR3454).

Earlier in 1988, Waxman's aides announced they had been instructed to develop a bill that
responded to his criticisms of the Chafee/Florio bill. H.R. 5233 represented the product of
the staffs work. On September 30,1988, the Subcommittee on Health and the Environment
held a hearing a which testimony was taken on H.R.5233; in addition, testimo nly aso was
received on H.R.3454, the House verson of the Chafee/Florio Ieglslanon While much of
the testimony presented & this hearing paralleled the views expressed at a March 1988
hearing on S.1673 before the Senate Finance Committee's Subcommittee on Health, specific
Bgllnts were raised with regard to provisons of H.R.5233 that many nationa organizations
Jieved would be problematic or were not sufficiently reponsive to the problems associated
with current federal Medicaid policies affecting persons with developmentd disabilities.

In his introductory remarks at the hearing on HIR.3454 and H.R.5233, Representative
Waxman pointed out that the present imbaance in the use of Medicaid funds between
ingtitutional and community services had prompted a considerable debate about present
federal policies; a debate that, in his view, was divisve. Representative Waxman
characterized his legidation as an attempt to redirect the debate surrounding current
Medicaid policies in a more constructive direction. The basic purposes of H.R.5233 were
characterized by Waxman in the following manner: (1) to increase the availability of high
quality community services; and, (2) to improve the quality of ingtitutional services paid for
through the federa-state Medicaid program. He further characterized his legidation as the
next logica step in an incremental reform of the Medicaid program as it relates to services
to persons with developmentd disabilities.

Representative Waxman's staff suggested that H.R.5233 was an initid attempt to flesh out
legidation and stimulate further discussion, rather than a finished product. The intent all
along, they said, was to "put a bill on the tabl€" to dicit comment, with the intent of utilizing
such comments to redraft the legislation for possible introduction and legidative
consideration during the 101st Congress. Following the adjournment of Congress in October
1988, Representative Waxman's staff have pressed various national organizations for specific
comments on H.R. 5233, includi n? detailed suggestions for modifying provisions of the bill
which such groups viewed as problematic. Waxman's Saff has stated that its god isto havea
revised bill ready for introduction early enough in the 101st Congress to permit any potential
fiscal impacts that might be associated with the legidation to be reflected in the first
Concurrent Budget Resolution for FY 1990 which will serve as a blueprint for the
consderation of al federd legidation involving new spending during the upcoming year.
Representative Waxman's staft points out that, unless such spending assumptions are built
into the Congressional budget resolution by the early spring, there would be virtualy no
prospect that the House could act on such a measure during 1989.



There is no doubt that Representative Waxman, by virtue of his stature in the Housg, is a
force to be reckoned with in any effort to secure basic reforms in present Medicaid policies
asthey affect persons with developmenta disabilities. While his past interest in this area of
policy has been relaively limited, he played a mgjor role in enacting the HCB waiver
authority and the "targeted case management” state plan option and is widely recognized for
his efforts to improve Medicaid-financed long-term care services. The introduction of
H.R.5233 was viewed by many as a signal that Representative Waxman planned to play a
more proactive role in efforts to rework Medicaid policy in the area of developmenta

disabilities services. The ﬁolicy changes envisoned by H.R.5233, therefore, provide
important clues regarding the types of changes that Representative Waxman is willing to
consider, as wdl as the basic parameters he expects Congress to follow in revising current

Medicad policies.

The next subsection describes the basic provisions of the legidation. The description is
followed by a commentary on the bill. In addition, the Congressional Budget Office's
edimates of the projected fiscal impacts of the legidation is discussed in the find subsection.

B. Basic Structure of the Waxman Bill

The "Medicaid Quality Services to the Mentaly Retarded Amendments of 1988" is divided
into fivetitles. Title | would authorize the states to offer community habilitation services as
an optional coverage under their Medicaid plans. It dso would modify the Medicaid HCB
waiver authority and require the Secretary of HHS to develop and the states to utilize a
uniform methodology for evauating the quaity of such community services. Title Il of H.R.
5233 would establish statutory “conditions of participation” applicable to habilitation
(ICHMR) facilities, plus rewrite existing law as it gpplies to the survey and certification of
such facilities as well as the enforcement of federal standards in such facilities. All
applicants for admission to habilitation (ICF/MR) facilities would have to be screened prior
to admission under the terms of Title HI of the Waxman bill; furthermore, residents of such
facilities would have to be reviewed annually to assure that they il were qudified to receive
such services. Title IV of the bill would add new statutory provisions governing Medicaid
ﬁ%m_ent_s to habilitation (ICF/MR) facilities or to establish Medicaid-funded community

ilitation services. This title of the hill also would provide explicit authority for state
mental retardation/developmenta disabilities agencies to carry out Medicaid administrative
functions and quaify for federal reimbursement to cover related codts. Title V of the bill
would add provisions rdated to the protection of public employees.

1. Optional Community-Based Services

Section 101 of H.R. 5233 would permit the states to provide "community habilitation
sarvices' as an optiona coverage under their state Medicaid plans. At the present
time, the states may only cover such services under Medicaid HCB waivers, which
are time-limited and subject to the approva of the Secretary of HHS. In approving
HCB waivers, the Secretary, as a general practice, limits the number of participants
in Medicaid-reimbursable home and community-based services to the current and
projected capacity of ICFHMR facilities, statewide. Consequently, there are strict
limits on the number of individuds that a state may qualify for such services.

Such optiona community habilitation services, under the terms of the bill, could be
rovided "...without regard to whether or not individuas who receive such services
ave been discharged from a nursing facility or habilitation facility”. Section 102 of

the bill also would delete the existing "prior ingtitutionalization® reguirement

applicable to the provision of prevocationa, educationa and supported employment
sarvices under aMedicaid home and community-based waiver program.

A sate decting to cover optional community habilitation services under its state
plan would be obligated to provide assurances that the interests of affected
employeeswould be protected. The specific assurances a state would be required to
provide are explained in the discussion of Title V of the bill below.
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States would be permitted to offer community habilitation services under their
Medicaid state plans both to categorically eigible recipients (i.e., those who qualify
for SSI and AFDC benefits) aswell asto individuals who fall into a newly crested
optional categorically digible group. This latter group would consist of non-
Medicaid-digible persons who would be digible for Title XIX services "...if they
were in amedica inditution” and who, in the absence of the required community
habilitation services, "...would require the level of care provided in a habilitation
HCF/M R] facility the cogt of which could be reimbursed under the state [Medicaid]
an'.

In order to quaify for Medicaid reimbursement, community habilitation services
provided in supervised residential settings would have to meet standards
promulgated by the Secretary of HHS. These federa standards would have to be
Issued no later than October 1,1989 and would have to include provisions governing
client rights and protections, case management, the use of comprehensive functiona
assessments, the process of developing, monitoring and revising individua program
plans, the use of a uniform client performance accounting system and the
application of minimum hedlth, safety and sanitation rules.

The term "community habilitation services' is defined in the bill as:
(A) services designed

() to assig individuals in acquiring, retaining, and improving
sdf-help, socidization, and adaptive skills necessary to
function successfully in a home or community-based
Siting, or

() to assg individuals in participating in community or other
adtivities,

(B) includes (except as provided in subparagreph (C)) such
prevocational, education, supported employment, and other
suPportive services as the State determines to be necessary and
effective in promoting the individual's capability of engaging in

magjor life activities with other individuals, including employment

and participation in community activities; but

© does not include--

(i) special education and related services (as defined in
section 602(16) and (17) of the Education of the
Handicapped Act (20 U.S.C. 1401(16), (17)) which
otherwise are available to the individua through a loca
education agency, and

(if) vocational rehabilitation services which otherwise are
available to the ndividual through a program funded
under section 110 of the Rehabilitation Act of 1973 (29
U.SC. 730); and

(D) does not include services furnished in a supervised residential
setting unless the setting meets such standards for such setting
(including standards relating to client rights and protections, case
management, the use of comprehensive functiona assessments, the
process of developing, monitoring, and revising individua program
plans, the use of auniform client performance accounting system,
and the application of minimum health, safety, and sanitation
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rules) as the Secretary shall establish by regulation by not later
than October 1,1989; and

(E) does not include room and board, consisting of non-personnel
costs directly attributable to-

) the purchase of food on behdf of clients, (ii)
the costs of property,

(iii) the purchase of household supplies not otherwise
employed in the provision of covered services,

(iv)  utility expenses, and

(v) costs of facility maintenance, upkeep, and improvement,
other than such costs for modifications or adaptationsto a
facility required to assure the health and safety of
residents or to meet the requirements of the applicable
life safety code.

This definition is a modification of the satutory definition of "habilitation services'
which currently applies to services provided under a Medicad home and
community-based waiver program (Section 1915(c)(5) of the Socid Security Act).
The major differences between the proposed and the existing statutory definitions
are that the proposed definition would: (a) explicitly limit the provison of such
savices to those which "...assst individuds in participating in community or other
activities'; (b) make Medicaid reimbursement for resdential habilitation services
subject to compliance with federal standards to be promulgated by the Secretary of
EOHSC;i and (c) add an explicit statutory definition of non-reimbursable room and
ard costs.

States would be permitted to cover community habilitation services under their Sate
Medicaid plans, effective October 1,1988, "...without regard to whether or not fina
re_qufl aﬂ ong to carry out such amendments had been promulgated...” by the Secretary
asof that date.

Section 101 of the bill dso would define the term "mentally retarded", for purposes
of the receipt of Medicaid-funded habilitation (ICF/MR) facility services and
community habilitation services, to encompass "related conditions'. The term
"related conditions’, in turn, would be defined in exactly the same way asit isin
current federal Medicaid regul ations_%lz CFR 435.1009) — i.e, to include persons
with severe, chronic disabilities attributable to cerebral palsy, epilepsy or "...any

other condition, other than mental illness, found to be closdly rlated to mental

retardation...” Section 101 of the bill aso would prohibit a state from restricting an
individua's freedom to choose among approved providers of community habilitation
sarvices. This latter provison smply underscores the gpplicability of the so-cdled
"freedom of choice" principle that appliesto provision of al Medicaid-reimbursable
services.

Quality Assurance for Community Habilitation Services

The Secretary of HHS, under Section 103 of H.R. 5233, would be required to
devdop, through demondtration projects and contracts, outcome-oriented
instruments/methods of evauating the quality of Medicaid-supported community
habilitation services. The deadline for completing work on these
instruments'methods would be January 1, 1991. In order to qualify for continued
Medicaid support of community habilitation services, a state would be required to
use the ingruments and methods developed by the Secretary i evaluating such
services and to discontinue payments to any provider found to be furnishing sub-



standard services. This reguirement would apply to community habilitation services
reimbursed under a HCB waiver as well as under the new optiona state plan
coverage "

Requirements for Habilitation Facilities

Section 201 of the draft bill would incorPo_rate in federal statute detailed operating
standards applicable to "habilitation facilities" (currently referred to as ICF/MRS).
The general format and some of the specific contents of these standards closely
paralel the Prowsons of Section 1919(a) through (d) of the Act (applicable to
nursing facilities), as added by the Omnibus Budget Reconciliation Act of 1987
(OBRA-87; P.L. 100-203). These nursing facility "conditions of participation” have
been modified to include key provisions of the revised ICF/MR regulatory
Standards, published by HHS's Hedth Care Financing Administration (HCFA) on
JuneéI 3,d1988. Among the specific areas covered in these statutory operating
standardsare:

the scope of sarvices and activities dlowable under an individud's
program plan;
. the devel opment and contents of an individua program plan;
the completion of a comprehensive functional assessment of a
recipient's service needs; preadmission screening of persons with
mental retardation and
related conditions;
the provison of services and activities,
physcian supervison of services and dinica records;
requirements related to clients rights;
admisson policies,
e protection of clients funds;
licensing and life safety codes; and
sanitary and infection control and physical environment.

A habilitation facility would be required, under the terms of the draft hill, to provide
each client, in accor dance with his or her individua program plan, with "continuous
active trestment services' that are directed toward: (a) "the acquisition of behaviors
necessary for the client to function with as much self-determination and
independence as possible, behavioral and socid skills necessary for the client's
maximum possible individual independence;" and (b) "the prevention or
deceleration of regression or loss of current optimal functional status'. Such
services must be coordinated by a qualified mentd retardation professiond.

The definitions of the terms "hakiilitation facility” and "active treetment” contained in
the bill are lifted, practically verbatim, from the revised federd ICF/MR standards.
In addition, by no later than October 1, 1989, the Secretary would be instructed to
develop and promulgate "an operationa definition of continuous active treatment
that promotes a congstent assessment of whether a habilitation [ICF/MR] facility is
in compliance with..." the new Satutory "conditions of participation’.

Finally, the Secretary of HHS would be responsible for: (a) establishing guidelines
for agate's gppeal procedures involving transfers and discharges from a habilitation
facility; and (b) criteria for assessing habilitation facilities compliance with a
number of administrative and clinical requirements. These responsibilities would
paralel the responsbilities assigned to the Secretary with respect to nursing
fecilities under Section 1919 of the Act.

Survey and Certification Process

Section 202 of the bill would add new statutory requirements governing the conduct
of surveys and certification of habilitation facilities. In addition, it would transfer
responsibility for surveying and certifying state-operated habilitation (ICF/MR)
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facilities from the state survey agency to the Secretary. These requirements are
identical, in most respects, to the provisions of Section 1919(g) of the Act
(applicable to nursing facilities), as added by OBRA-87. Among the key
requirements would be:

The state would have to maintain a program of periodic
educational opportunities for residents and their
parents/quardians regarding applicable certification regulations
and policies.

The Secretary would be responsible for developing, testing and
validating a survey protocol, which states would be required to
follow in reviewing habitation facilities once it was promul gated.

Each habitation facility would be subject to an annud,
unannounced survey. HCFA could review a gtate's procedure for
scheduling/conducting such surveys.

. The Secretary also would be responsible for establishing the
minimum qudifications of survey team members

. The state would be required to implement programs to reduce
survey inconsstencies.

Each survey would have to be conducted by a multidisciplinary
team of professionas who were not subject to a conflict of interest.

The Secretary would be required to conduct a comprehensive
training program for federa and state surveyors. No individual
could serve on a survey team unless he or she completed the
required training course and passed a competency test.

The Secretary would be directed to conduct validation surveysof a
representative sample of habilitation facilities. If he found, as a
result of such validation surveys, that a state had failed to
adequatdy perform its survey functions, the Secretary would be
empowered to proportionately reduce a state's Medicaid
reimbursement by one-third for the particular quarter in which the
survey deficiencies occurred.

The Secretary aso would be authorized to conduct specia surveys
where he had reason to believe that facilities were not complying
with federal statutory standards for habilitation facilities.

States would be required to investigate complaints and monitor the
gtomollalignce of habilitation facilities with federal certification
andards.

Each state and the Secretary would be required to disclose certain
informeation regarding the compliance of habilitation facilities with
federal certification standards.

A date would be required to notify parents of any habilitation
facilities found to be providing substandard services.

The survey and certification provisions contained in the draft bill parallel, dmost

exactly, the provisions affecting nursing facilities that are now included in Section
1919 of the Act, asaresult d the passage of OBRA-87.
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Enforcement Process

Section 203 of the Waxman bill would spdll out, in statute, the actions a state would
be required to take when it found a habilitation facility out of compliance with the

Stetutory certification standards outlined above, as well as the steps a state would be

expected to take to remedy the situation. Again, these provisions closdy pardld the

gemlji ren;ents of Section 1919(h) of the Act (applicable to Medicaid-certified nursang
acilities).

The bill dso would transfer to the Secretary responsbility for enforcing standards
and imposing pendlties in state-operated habilitation facilities. In addition, the
Secretary would be authorized to terminate any privately operated habilitation
facility (and take other steps to remedy the situation), if he found that the health
and welfare of the residents of such facility were in immediate jeopardy or the
facility had other persstent deficiencies.

The Secretary would be authorized to take the following steps to remedy
deficiencies in habilitation facilities that were identified as part of a validation
survey: (a) deny Medicaid payments; (b) impose civil monetary pendties; and (c)
appoint a temporary manager of the facility. In addition, the Secretary could
authorize continued Medicaid payments for up to six months during the period of
correction if: (a) the sate survey agency found that such actions were preferable to
termination; (b) the state submitted an acceptable correction plan; and (c) the state
agreed to repay the federal government if corrective actions were not taken in
accordance with the approved plan of correction.

Reduction Plans

Section 203 of H.R. 5233 aso would authorize the states to submit a reduction plan
when a habilitation (ICF/MR) fecility was found out of compliance with federa
certification standards due to physical plant deficiencies. The conditions under
which such gans could be submitted generadly pardld exigting requirements for
ICE/MR phase down plans under Section 1922 of the Act. [N.B., The existing
authority, added by Section 9516 of COBRA, would be smultaneoudy r ed.)
The differences between Section 9516 and the proposed provisions are as follows:
(&) reduction plans would only be authorized when the cause of the deficiency was
related to the physical plant (i.e., not both the physical plant and staffing, as
specified under current law); (b) states would be required to meet a more rigorous
set of employee protections (see discussion of Title V below); and (¢) reduction
plans would be authorized based on findings by the Sate survey agency, aswel asby
afederd survey team.

Other Provisions

Therevised survey and certification process outlined in Section 202 of the bill would
be effective October 1, 1989. Revised utilization review/inspection of care
provisions under Section 203 of the hill would be effective upon date of enactment.
Any reference to a habilitation facility would be deemed to be areference to an
ICHMR, with respect to services furnished prior to October 1,1989.

Findly, the Secretary would be required to report annualy to Congress on the
extent to which habilitation facilities were complying with federal statutory
certification requirements. He would be obligated to include in this report the
number and types of enforcement actions taken by the states and the Department
with regard to Medicaid-certified habilitation faciities.
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8.

10.

State Preadmission Screening and Annual Client Review Reguirements

Title HI (Section 301) of the Waxman bill would require a State, as a condition of
approval of its Medicaid plan on or after October 1, 1989, to have in effect a
preadmission screening program for mentally retarded individuas (and individuas
with related conditions) who are admitted to habilitation (ICF/MR) fecilities. In
addition, states would be required to review each resident of a habilitation
(ICF/MR) facility and determine whether he/she needs ICF/MR leve of care and
whether he/she needs community habilitation services. These reviews would have
to be based on an "independent evaluation” of the person's service needs. All such
initial reviews would have to be completed by October 1, 1990 and repeated
annually thereafter. States would be obligated by October 1, 1989, to take the
following steps with respect to persons found to be inappropriately placed in
habilitation (ICF/MR) facilities:

For persons needing active treatment — consult with the family,
arrange for discharge; and provide active treatment in an
dternative stting;

For persons not requiring active treatment ~ discharge such
individuals after orientation.

After July 1, 1989, states would be denied reimbursement on behdf of any resdent
of a habilitation (ICF/MR) facility who had not been prescreened prior to
admission. In addition, a state would be required to establish an appeals process for
use by any individua who felt he or she was adversdly affected by screening/resident
review determinations.

States dso would be required, as a condition of approva of a state Medicaid plan, to
establish an appeal process for transfer/discharge from habilitation (ICFH/MR)
facilities. This process would have to conform to Secretarid guidelines.

Finally, under Section 301 of the hill, the Secretary of HHS would be directed to
develop criteria governi n? the approi)natmess of serving MR/DD persons in
habilitation (ICF/MR) facilities, as well as criteria governing individud appeds of
preadmission screening and resident review determinations. The Secretary aso
would be charged with monitoring the state's compliance with the requirement that
active treatment be furnished to persons found to be ingppropriately placed in
habilitation (ICFHMR) facilities and transferred to other settings.

Utilization Review

Exigting utilization review and inspection of care requirements, currently contained
in Section 1902(a)(26) and (31) of the Social Security Act, would be repealed under
the provisons of Section 302 of the hill, along with requirements governing a
physcian's annua certification of continued level of care need under Section
1902(a)(44) of the Act, as they apply to habilitation (ICF/MR) facilities. This
provision would become effective once the Secretary had determined that a given
state was conducting annual surveys in accordance with the requirements of Section
202 of the bill (see discussion above). These new requirements would be effective
on October 1,1989.

Payment for Services

Title IV of the bill would amend Section 1902(a)(13) of the Act to add specific
provisons governing Medicaid payments for community habilitation facility services.
These pardlldl provisions are patterned after existing statutory language governing
payments to all other Medicaid ingtitutional providers (e.q., hospitals, nursing
facilities, etc.); it would obligate a state to establish payment rates which are
"...reasonable and adequate to meset the cogt of providing services in conformity with
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11.

12.

applicable State and Federal laws, regulations and quality and safety standards..."
These provisions would be effective as of the start of the first quarter following the
date of enactment, in the case of habilitation facilities, and as of October 1,1989, in
the case of community habilitation services.

Title IV also would prohibit the Secretary from limiting the amount of federal
financial participation received by a provider of habilitation facility services or
community habilitation services, by decoupling payments for such services from the
so-called "Medicare upper limit". Current HHS/HCFA regulations require a state
to limit payments to all providers of Medicaid-reimbursable long term care services
(including ICF/MRs) to the amount the facility otherwise would be qualified to
receive under the Medicare program. This amendment would be effective
retroactive to the enactment date of the Omnibus Budget Reconciliation Act of 1981
(P.L.97-35).

Employee Protections

As a condition of approval of a reduction plan (as discussed above) or authority to
amend its state plan to cover optional community habilitation services, a state under
Title V of the bill, would be required to provide assurances satisfactory to the
Secretary that "fair and equitable™ provisions would be made to protect the interests
of employees affected by the reduction plan or the provision of optional habilitation
services under the state's Medicaid plan. The Secretary would be prohibited from
approving either a reduction plan or the optional state plan coverage unless a state

had an approved employee protection plan in place. The employee protections that
would have to be specified in the plan would include;

preserving the "rights, privileges and benefits of employees” under
existing collective bargaining agreements (including the
continuation of pension rights and benefits);

the continuation of collective bargaining rights;

the protection of individual employees against a worsening of then-
job situation/position;

assurances of employment for affected habilitation facility
employees, including the maintenance of pay levels and job
responsibilities;

paid training/retraining programs to qualify such employees for
community services jobs where a state elects to cover optional
community habilitation services under its state Medicaid plan;
[N.B., The cost of such training/retraining programs would qualify
for federal Medicaid reimbursement.]

a grievance procedure which includes: (a) a 60 day period for
informal resolution of the grievance, followed by, (b) authority for
an employee to elect to either submit his/her case to binding
arbitration or a hearing before a state agency.

These amendments would take effect as of the enactment date of the legislation.

Performance of Certain Medicaid Administrative Functions by State

Developmental Disabilities Agencies

Section 502 of the bill would explicitly permit a state, under its Medicaid plan, to
assign to the state MR/DD agency Title XIX administrative functions related to the
provision of services on behalf of personswith developmental disabilities. This
section also would explicitly authorize federal Medicaid reimbursement (at the 50%



matching level) for administrative costs incurred by a state MR/DD agency in
carrying out functions under the state Title X1X plan. Both provisions would be
effective as of the date of enactment.

C. Commentary on H.R. 5233

Compared to the Chafee/Florio bill, H.R.5233 represents a substantialy different approach
to reformulating Medicaid policies as they affect persons with developmental disabilities.
The portions of Mr. Waxman's hill that address community-based services are rdatively terse
and, clearly, lessideologicaly directed than the Chafee/Horio legidation. In Representative
Waxman's view, the pathway toward "incremental reform” is to grant states the option to
cover community-based services rather than mandating that they do so within the context of
the more prescriptive framework proposed in the Chafee/Florio legidation. In addition,
most of the text of H.R.5233 is devoted to the addition of a detailed set of statutory
requirements and oversight procedures governing the delivery of ICF/MR sarvices, a topic
the Chafee/Florio legidation barely touches upon. In addition, H.R. 5233 contains no
provision for a "freeze"' on federa payments to larger ICF/MRS, reflecting Representative

Waxman's adamant opposition to the introduction of any such reimbursement limitations in
Medicaid statutes.

Before commenting on some of the specific provisions of the legidation, it may be hepful to
point out that the approach used in drafting H.R.5233's ICF/MR provisions represented an
attempt to restructure Title XIX statutes governing the ICF/MR program in a manner
which closaly pardlels the nursing home reform provisions adopted by Congressin 1987
§P.L. 100-203). These provisons reflect the view that only reliable way of assuring effective

ederal and state enforcement of the basic requirements governing participation in the
Medicaid program is statutory law. In addition, the regulatory mechanisms and resident
assessment provisions of the legidation aso reflect the view that existing mechanisms (such
asingpection of care) have proved to be ineffective in assuring that high quality services are
furnished to residents of Medicaid-certified facilities and that only persons who reguire
ICF/MR level of care are served in such facilities. The ICF/MR program had been
specificaly excluded when Congress rewrote Title XIX statutes governing long-term care
facilitiesin an effort to improve federal and state oversights of nursing facility operations.
Thus, a significant portion of H.R.5233 is intended to create an approach to regulatory
ICF/MRs that parallels the new Congressional requirements governing the operation of
Medicaid-certified nursing facilities.

Given the fact that the Waxman bill was only recently introduced and thus has not been the
subject of extended commentary, as has the Chafeg/Florio Irgsl ation, the relatively detailed
comments below are intended not only to discuss the reaionship of key provisions of the hill
to the broader issues surrounding the Medicaid reform agenda, but aso to identify the basis
and potentia ramifications of key provisions that are less directly tied to such issues. The
commentary that follows paradlds the five mgor sections of H.R.5233:

1. Optional Expansion of Community-Based Services (Title 1)

Section 101 of H.R. 5233 potentialy could represent amajor step toward rectifying
the current indtitutiona bias of Medicaid policy. By establishing a reqular Sate
Medicaid plan option as an avenue through which states could claim Title XIX
reimbursement for awide range of community habilitation services, Congress would
be giving the states substantial authority to equalize federa financia incentives to
support ingitutional and community-based service options under their Medicaid
programs. Ceta r;I?/ from the perSﬁective of dae mentd
retardation/developmenta disabilities agencies, authority to cover a broad array of
community services under a state plan option would be far superior to providing
such services as part of aHCB waiver, since states would be able to avoid: (a) the
disruptive aspects of HCFA's management of the HCB waiver program; and (b) the
utilization and expenditure limitations associated with the waiver authority, thus
alowing them to extend community-based services to additiond recipients.
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A proposal to expand coverage of community-based services through the
authorization of an optional dtate plan coverage, however, fdlsfar short of achieving
the objectives of assuring a minimum nationwide floor of eigibility and the
availahility of a given range of mandatory services. Under the optiond state plan
approach, any state would be free to elect or rgect the coverages that would be
permitted under H.R.5233. In addition, an optiona State plan coverage dso givesa
sate the authority to impose limits on the duration, frequency, and scope of covered
sarvices and, hence, to redtrict the utility of such servicesin meeting the needs of the
defined service population.

There, however, are several advantages to the optiona state plan aﬁproach. First,
as discussed in Chapter |1 of this report, this approach comports with the approach
Congress has used historicaly in modifying the Medicaid program. Only rarely have
states been mandated to furnish certain services or to cover certain groups of
individuals, instead, Congress has afforded states the option of broadening their
Medicaid programs in discrete ways. Second, state policymakers are quick to object
when Congress proposes a measure that would force a state to increase its own
outlays. Third, as will be pointed out in the next subsection, an optiona Sate plan
approach is generdly viewed as having decidedly lower impact on future Medicad
outlays for community-based services than the approach outlined in the
Chafee/Horio legidation. To the extent, therefore, the prospects of any Medicaid
reform proposd Is tied to its likely budgetary impacts, an optional service approach
can be expected to have more favorable prospects of enactment.

The basic tenor of the definition of community habilitation services contained in
H.R.5233 is very similar to the majority of services that states are presently
furnishing under HCB waiver programs. Since nearly eighty per cent of all states
have such programs in operation, it is likely that states could rapidly operationdize
the covere?e that has been proposed by Representative Waxman. Indeed, it is not
far-fetched to suggest that H.R. 5233 would represent the conversion of the HCB
waiver authority into a state plan service. Some observers, however, have pointed
out that it would be difficult to employ a habilitation plan coverage to infuse
Medicaid dollarsinto family support services and other services without direct client
training objectives.

The potentia benefits of this proposed optiond sate plan coverage, however, could
prove to be little more than an empty promise unless some of the conditions that
would be attached to the inclusion of community habilitation services under a state's
Medicaid plan were substantially modified. Among the current features of H.R.
5233, asintroduced, that would prove potentially problemétic to a state that €l ected
t(? add community habilitation services as an optiona coverageto its Medicaid state
plan are:

a Employee Protections.  States would be obligated, as a condition of
covering such services under their Title XIX plan, to provide assurances
that certain explicit job protections would be afforded to current employees
whose jobs would be affected by such coveraggz Leaving aside for the
moment the reasonableness of the proposed job protections themselves
(see discussion below), there are severa reasons why such safeguards could
prove problemétic.

Fird, the provison assumes a direct, cause-and-effect relationship between
the provison of Medicaid-reimbursable community services and threats to
the job security of present employees. More than three-quarters of the
states, however, have established and operated Medicaid HCB waiver
programs over the past eight years without any demonstrable evidence of
broad-scaled lay-offs or job termination actions involving employees of
public menta retardation institutions. To make job protections a condition
of covering "community hebilitation services', therefore, would be perceived
by states as smply a backdoor means of assuring preferentia treatment for



one segment of the work force in qualifying for newly established
community pogtions.

Second, the proposed employee protections could add significantly to the
cost of delivering community-based services without necessarily yielding
demonstrable improvements in the quality and accessibility of services
available to persons with developmental disabilities. One possible aim of
the proposed employee protections is to force states and counties to
directly operate community day and residential services for persons with
developmental disabilities. This of course, is an option currently available
to the states, although to date only a relatively few States have dected to
emphasize public operation of community programs and facilities and, even
in these states, often there is a combination of public and private service
provision. States have chosento use primarily private provider agencies for
a variety reasons, many of which have to do with historical factors
surrounding the initiation and expansion of such services in the particular
state. There is little doubt, however, that the generally higher cost
associated with employing unionized public workers has served as a
disincentive to the establishment of state and county operated community
programg/facilities. To the extent, therefore, that the proposed employee
protections would result in an increase in publicly operated community
programs, a significant increase in the margina cost (30 to 40 percent in
some states) of providing such services might be anticipated.

Theinadeguate sdaries of community service workers unquestionably pose
a major problem in many gtates. In fact a growing number of states have
launched initiatives to increase the pay of such workers over the past few
yearsin an effort to assist provider agenciesin coping with the problem of
employee turnover. Nonetheless, one near term potential impact of
expanded public operation of community services would be additional
Q/Ig]iicaid costs without any assurance of improvements in the quality of
SEIVices.

b.  Federal Standard Setting Authority. In order to qualify for
Medicaid reimbursement, a provider of community habilitation servicesina
supervised residentid setting would have to meet Sandards promulgeted by
the Secretary of HHS. The introduction of uniform federal standards
governing the operation of Medicaid-supported community residences
would have far-reaching ramifications. Recent experience with federa
sandard setting in the area of ICF/MR |oolicy strongly suggests that the
application of federal standards would result in: (a) a monolithic
nationwide approach to delivering community residentia services at atime
when the emphasisin the field has shifted to creating awider array of more
individualized living and programming arrangements, and (b) a clinicaly-
driven model of services that ultimately would ncrease the cost of
operating Medicaid-funded residential programs subgtantidly without
necessarily achieving any measurable improvements in the quality and
gppropriateness of services provided to residents.

Over three-quarters of the states have regulated Medicaid financed HCB
walver services in community residential sattings over the pest eight years
without any major indications that federal standards are necessary. Indeed,
the flexibility to tailor minimum operating standards to the needs of
Eartl cular types of residents and the nature of the residential environment

as been one of the principle advantages of the HCB waiver programs. A
number of states have taken advantage of this flexibility to design new,
more effective and normalizing living arrangements for waiver participants
in recent years- a step that Smply would not be possible if uniform federa
Sandards were to be imposed.

B-12



The issue of the federd role in setting and enforcing standards for
community-based services is likely to represent a significant point of
contention in the future consideration of this legidation. At heart, the
issues in this area involve very thorny questions of the proper locus of
accountability for assuring the quality of services purchased in part with
federal dollars. There is no doubt that Congressional concerns regarding
the lack of vigor that marked both state and federa oversight of nursing
facilities has created aresolve to assure that HCFA plays aforceful rolein
overseeing the quaity of adl Medicaid-financed services. Congressiond
perceptions that states have not done a good job in enforcing ICF/MR
dtandards also play a role in the desire to assign substantial oversight
authority and respongihility to the Secretary.

Agains this backdrop of federal concerns, however, stands the enormous
mistrust and dissatisfaction with HCFA's regulatory initiativesin the area of
ICF/MR sarvices. On the whole, states view the prospect of an expanded
role for HCFA as extremely threatening and ultimately counterproductive
to their efforts to expand and enhance community-based services.

Linkage to Institutional Need. H.R. 5233 would establish a two-tiered
system of digibility for Medicaid-reimbursable community habilitation
s=rvices. Categoricaly digible recipients of Medicaid (generdly those who
are digible for SSI or AFDC cash payments) would be entitled to recaeive
optional community habilitation services if a state elected to cover this
sarvice under its Medicaid plan. States also could choose to cover an
optional categorically eligible group of recipients, consisting of non-
Medicad digible individua s who would be digible for Title XIX servicesif
they were residing in a Medicaid-certified institution and who, in the
absence of the community habilitation services they need, would require the
leve of care provided by alCFMR.

It is important to note that H.R. 5233 does not directly link eigibility for
"community habilitation services' to an "inditutional needs' test in the case
of categorically eigible Medicaid recipients, as it does in the case of the
optional categorically eigible %roup._lnd%d, the language of Section
101(b) of the hill states that such services may be furnished ... without
regard to whether or not individuas who receive such services have been
discharged from a nursing facility or habilitation [ICF/MR] facility."
I—prever, the intent of the drafter of the legidation is not entirely clear in
this respect.

Itis clear, however, that the extent to which dligibility for community
habilitation services is conditioned on the need for ingtitutional (ICF/MR)
services makes an enormous difference - particularly whether thistest is
applied to categorically eligible Medicaid recipients. If al recipients of
community habilitation services were required to need ICF/MR level of

care, the proposed optiona service coverage would have few advantages
over the existing HCB waiver authority, asavehiclefor claming Medicaid
reimbursement on behalf of community clients, since, arguably, the door
would be open for HCFA to exercise the same types of congtraints on

utilization and expenditure levels as it currently imposes under the HCB
waiver program (e.g., regulating the total number of ICF/MR plus waiver

recipients according to the states aggregate | CF/MR bed capacity).

In fact, HCFA's control over a state's utilization of community-based
sarvices could be even further strengthened under the proposed legidation,
since under Title m of H.R. 5233 the Secretary of Heath and Human
Services would be authorized to establish national criteria governing
admission to, and continued stays in, ICF/MRs (see further discussion
below). Anytime, therefore, the Secretary elected to tighten ICF/MR
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igibility criteria, he would automatically congtrain the types and numbers
of persons a state could find qualified for Medicaid-reimbursable
community habilitation services, snce the state would have to make a
determination that potential recipients of such services otherwise would
require habilitation tacility (ICF/MR) leve of care.

These provisions regarding the "need for ingtitutionalization” test are
viewed by many observers as potentialy embedding further in Medicaid
statute an irrational means of targeting Medicaid reimbursable servicesto
persons with developmentd disabilities. It should be pointed out, however,
that CBO estimates of the fiscal impact of the legidation are strongly
influenced by the perception that thistest will contain the potentid increase
in Medicaid outlays that might be triggered by the legidation.

Scope of Reimbursable Services. The definition of the term "community
habilitation services' that isincluded in Section 101 ﬁa) of the Waxman hill
is a modification of the current definition of "habilitation services' that
appears in Section 1915 (c)(5) of the Social Security Act (i.e., the statutory
authority for the Medicad home and community-based waiver program).
The mgor differences between the existing statutory definition and the one
contained in H.R. 5233 are: (a) the word "community” would be added and
the types of coverable serviceswould be limited explicitly to those"....which
assig individuas in participating in community or other activities'; (b)
reimbursement for residentid habilitation services would be linked to
compliance with federa standards (as discussed above); and (¢) non-
B%icmbtursdz)le room and board costs would be explicitly delimited in the
inition.

To date, HCFA generally has given the states rather broad latitude in
defining the elements of services that are Medicaid reimbursable as
habilitation services under a home and community-based waiver. Werethis
practice to continue under the proposed optiona state plan service, sates
would bein a position to recover a significant portion of community service
costs on behdf of Medicaid-digible recipients, especidly if they were to
combine the optional community habilitation services coverage with the
optiona targeted case management coverage available under Section
1915(g)oftheAct.

If, on the other hand, HCFA were to construe more narrowly the elements
of atypica day or residential service that were claimable under this
proposed new Medicaid service rubric, states could find that only a small
fraction of total program costs qudified for Medicaid reimbursement. The
inclusion of an explicit delineation of non-reimbursable room and board
costs diminates (or a least narrows) one device that could be used to limit
federa financia participation in the cost of community residentia services,
but it hardly exhausts all of the possible avenues to narrow the sope of
federaly reimbursed elements of habilitation services.

Section 102 of H.R. 5233, as mentioned earlier, would €liminate the current
restriction on the application of the broader definition of habilitation
sarvices that was added to the Act in 1986. Under COBRA -85, sates were
permitted to clam reimbursement for supported employment,
prevocational and educational services under aHCB waiver, aslong as such
services were not otherwise fundable under the Education of the
Handicapped and Vocational Rehabilitation Acts; however, these
additional types of habilitation services may be claimed only on behaf of
former ingtitutiond residents. Section 102 would expand dligibility for the

broader range of habilitation services under HCB waiver programs to all
walver recipients.
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; Section 103 of H.R. 5233, as mentioned earlier, would require the Secretary
to develop, through demonstration projects and contracts, outcome-
oriented instrumentsmethods of evaluating the quality of Medicaid-
supported community habilitation services. The deadline for completing
work on these instruments'methods would be January 1, 1991. In order to
qualify for continued Medicaid support of community habilitation services,
astate would be required to use the instruments and methods devel oped by
the Secretary, after July 1, 1991, in evaluating such services and to
discontinue payments to any provider found to be furnishing sub-standard
sarvices. This requirement would apply to community habilitation services
reimbursed under a HCB waiver as well as under the proposed new
optiond date plan coverage.

The concept of grantl ng the Secretary explicit statutory authority to support
research and demonstration projects to develop outcome oriented
assessment techniquesiis, no doubt, a worthwhile step. On the other hand,
given the fact that the state-of-the-art in the development and use of
outcome measures is dill in its infancy, it may be premature to set a specific
gatutory deadline for implementing such assessment ingruments'methods
on anationwide basis.

Quality Assurance for Habilitation Facility Services (Title II)

As noted earlier, H.R. 5233 contains an extensive set of statutory provisions
regarding ICF/M R services (renamed "habilitation facilities' in the bill).  This
detailed attempt to revamp federal statutes governing the ICF/MR program
contrasts sharply with the Chafee/Horio legidation which focuses dmogt exclusively
on provisions to establish community-based services as a viable substitute for, or
complement to, the ICF/MR program. Again, it is important to note that the
provisions contained in H.RJ5233 concerning habilitation facilities have been
stronglly influenced by Congress would experience in attempting to creete a sounder
basis for regi] ulating nursing facilities. While many would argue that the problems
that led to the passage of the "nursing home reform” provisions of the Omnibus
Budget Reconciliation Act of 1987 are quite different from those being experienced
in the ICF/MR program. H.R.5233's ICF/MR related Prowsons are based on the
notion that the structura chan%eﬁ in nursing facility services represent a
generdizable regulatory structure that should be extended to the ICF/MR program.

It dso is useful to emphasize that in the arena of the regulation of nursing facilities,
Congress was led to conclude that HCFA should play a proactive role in the
regulatory process; inadequacy in state oversight efforts was viewed as a key factor
in permitting the continued provision of low qudity servicesin many nursing homes,
At the same time, however, Congress was fearful that HCFA, |€ft to itsown devices,
would not vi gorously enforce regulations or establish appropriate standards. Thus,
Congress included detailed operating standards in OBRA-87 and attempted to
create a framework in which HCFA would be required to play an active role in
program oversight. Despite reservations concerning the agency's past performance,
Congress concluded that it would be preferable to grant HCFA expanded authority
rather than leaving enforcement of nuraing home standards entirely to the states.

Hence, H.R.5233's provisions regarding the regulation of ICF/MRs were framed
agai nst the backdrop of recent Congressional actions to improve the quality of
nursing facility services. Asaconsequence, the bill would enact highly detailed
sarvice ddivery standards and give to the Secretary of HHS significant authority to
regulate the appropriateness of placementsin ICF/MRs.

Among the other specific provisons of Title Il of H.R.5233 that merit comment are:

a Requirements Applicableto Habilitation Fadlities. Section 201 of the
draft bill would incorporate in federad statute detailed operating standards
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applicable to "hahilitation facilities' (currently referred to as ICF/MRS).
The genera format and some of the specific contents of these standards
closdy paralld the provisons of Section 1919(a) through (d) of the Act
(applicable to nursing facilities), as added by the Omnibus Budget
Reconciliation Act of 1987 (OBRA-87; PI* 100-203). These nursing
faculty "conditions of participation” have been modified to include key
provisions of the revised ICF/MR regulatory standards, published by
HHSs Hedlth Care Financing Administration (HCFA) on June 3,1988.

Leaving aside the detailed language of Sction 201 of the hill, the
overriding questions that must be answered are: (&) does it make sense to,
in effect, transfer existing regulatory "conditions of participation” to federal
statute (b) if 50, do the conditions as drafted provide a reasonable basisfor
assessing the compliance of hatilitation (ICF/MR) fadilities, and (C (aZ)WOUId
the addltl on of statutory standards increase or decrease the vulnerability of
dates to adverse compliance actionsin ICF/MR-certified facilities?

The conditions, as drafted, are not entirely consistent with HCFA's new
ICF/MR regulations, since, as noted above, to a considerable extent the
"generic" provisons aetaken practicdly verbatlm from the nursing facility
conditions of partici patlon enacted last year as part of the 1987
reconciliation legidation (P.L. 100-203). The extent to which these
dissmilarities are likely to create significant problems for current and
future providers of ICF/MR sarvicesis amatter of debate.

Survey and Certification Process. Section 202 of the bill would add new
gatutory requirements governing the conduct of surveys and certification of
habilitation facilities. In addition, it would transfer responsibility for
surveying and certifying state-operated habilitation (ICF/MR) facilities
from the state survey agency to the Secretary. These requirements are
identical, in most respects, to the provisons of Section 1919(q) of the Act
(applicable to nurang facilities), as added by OBRA-87.

Here again, the key question is the extent to which survey and certification
requirements that were originaly designed for nursing facilities can be
applied to habilitation (ICF/MR) facilities without generating new
problems for the states and facility operators. Of particular note Is the
proposed transfer of survey and certification authority to HHSHCFA in
the case of state-operated habilitation (ICF/MR) facilities. On the one
hand, such a transfer would further strengthen HCFA's aready extensive
control over the operation of public ICFHMR facilities. On the other hand,
some directors of state facilities, as well some state MR/DD agencies, will
argue that since HCFA aready exercises de facto control over the
certification of such facilities, it would be preferable to eiminate state
survey agencies from the SUNQ//CG‘[IfICGtIOﬂ loop, o that facilities were
subject to only one st of surveys.

Enforcement Process. Section 203 of the Waxman bill would sl out, in

statute, the actions a state would be required to take when it found a
habilitation facility out of compliance with the statutory certification

standards outlined above, aswdll as the steps a state would be expected to
take to remedy the Situation. Again, these provisons closely pardld the

requirements of Section 1919(h) of the Act (applicable to Medicaid-

certified nursing facilities).

The bill also would transfer to the Secretary respongbility for enforcing
sandards and imposing pendtiesin state-operated habilitation facilities. In
addition, the Secretary would be aithorized to terminate any privately
operated habilitation facility (and take other steps to remedy the Situation),
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if the hedth and welfare of the resdents of such facility were found to bein
immediate jeopardy or the facility had other persstent deficiencies.

Here again, the most critical issue is the proposed transfer of direct
authority to impose sanctions in sate-operated |ICF/MRs to the Secretary.
The same questions outlined above in the case of the proposed transfer of
survey and certification authority apply in the case of enforcement.

d Other Key Issues. In certain respects, the provisions of Title Il of
H.R.5233 fall outside the commonly accepted framework of
concerns that must be addressed In efforts to reformulate
Medicaid policies. It is difficult to argue, for example, that
including current ICF/MR regulations In statute will have a
substantia, immediate impact on facilities, since they are dready
subject to similar requirements under HCFA promulgated
requlations. Similarly, the proposed Secretarial authority to
regulate state-run facilities would not represent a dramatic
departure from present circumstances where the "look-behind”
survey authority gives the Secretary the discretion to do exercise
de-factocontrd over such facilities.

At the same time, many observers condder it ill-advised to view federa
ICH/MR regulations as a basis for describing what may congtitute "high
quality" services. Unlike the standards that Congress adopted for nursing
facilities, the present ICF/MR standards have never been carefully
scrutinized to determine their effectiveness in promoting the stated
objectives of the program.

Some would arguethat certain standards are counterproductive in
promoting the independence and salf-sufficiency of facility residents. The
rising "threshold of compliance" and its implications for the costs of
furnishing ICF/MR services are a cause of enormous concern.  Thus, it
seems reasonabl e to question whether freezing the current regulatory
framework in place represents a wise step and whether it might not be
more appropriate for Congress to mandate an in-depth study of the
ICF/MR program similar to the one that preceded the adoption of the
nursing facility standards. More globdly, the question is whether freezing
current regulations in place would place the states in an uncomfortable
fiscal dilemma regarding whether scarce dollars, where they either hed to
alocate the limit available to maintain current ICF/MR facilities or expand
community-based sarvices

Appropriate Placement for Mentally Retarded Individuals (Title 111)

Another area addressed in the Waxman legislation but not addressed in the
Chafee/Florio bill is the establishment of nationa criteria governing the
determination of the apJoropri ateness of ICF/MR placements. Present policies
leave it to the states to define "level of care" criteria governing admissions to and
contained gaysin ICF/MRs.

Under H.R.5233, the Secretary of HHS would be empowered to establish ICF/MR
placement/continued stay criteriathat would have to be followed by all states.
These provisions are described in detail above and are patterned after the nursing
facility preadmission screening and resident review requirements that were
incorporated in OBRA-87. Basicaly, these provisions make little sense in the
context of the present legidation since they would direct the states to determine
(and re-determine annually thereafter) whether existing residents of ICF/MR
fecilities need active trestment and, if they do, to transfer then to afacility in which
they could receive such services. But, the legidation congtitutes something of a non-
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sequitor since, by definition, the only setting in which active treatment can be
provided isan ICF/MR.

Viewed more broadly, however, Section 103 poses another and more troubling
question: should there be national standards of igibility governing admission to,
and continued stays in, ICF/MR facilities. Currently, each state, by and large,

establishesits own, individud criteriaof digibility for ICFH/MR services. What Title
11 of H.R. 5233 portends is the exercise of closer federal scrutiny over who gets
admitted to and staysin ICF/MR facilities.

The potentially disturbing aspect of such a delegation of authority is that it would
give the Secretary sweeping powers to tighten ICF/MR €digibility criteria and
thereby limit the number and types of persons dligible to receive such services a a
time when HCFA places high priority on containing the growth of federal Medicaid
cods. As noted above, not only would the Secretary have authority to restrict
participation in the ICF/MR program, but he would also be able to limit
participation in HCB waiver programs and in programs financed through the
proposed optional habilitation Sate plan service.

The premise undergirding these provisions of H.R.5233 is that ICF/MR services
ought to be restricted to those individuals for whom they represent the most
appropriate, necessary means to meet their active treetment needs. The difficulties
by this premise are severa-fold.  Firg, it presupposes a readily measurable
threshold of need that, in fact, never has been operationaized for the ICF/MR
program. Second, it assumes that active treatment services themselves areclearly
defined, an assumption with which many would disagree. Third, for many critics of
the ICF/MR program, it would vaidate placement in aresidentid setting that they
view as overly restrictive. Again, critics of this approach note the approach
proposed in Section 301 of H.R.5233 assumes that the Secretary can provide aclear
st of criteria, rather than establishing a carefully thought out process to determine

the potential pros and cons of various criteria and their possible implications for the
savice ddivery sysem.

Payment for Community Habilitation Services and Habilitation Facility
Services (Title 1V)

The provisions regarding payment for community habilitation and ICF/MR services
in H.R. 5233 essentidly transfer the provisions of the present day "Boren
Amendment" standard, which obligates a state to establish payment rates which are
"...reasonable and adequate to mest the cost of providing servicesin conformity with
applicable State and Federd laws, regulations and quadlity and safety sandards...” to
community habilitation services, while a the same time attempting to countermand
regulations that HCFA finadlized in July 1987 to test the allowability of state
payments for ICF/MRsagainst the so-called "Medicare upper limit."

With regard to placing payments for community habilitation services within the
parameters of the Boren Amendment, it should be noted that provider agencies, in
particular, do not view the Boren Amendment as a sufficient assurance that the
states will establish payment levels that are adequate or which encourage the
provision of high quality services. The Boren Amendment was adopted in 1981 to
grant states a tool to implement long-term care reimbursement systems that were
more amenable to cost containment efforts. Provider agencies, however, argue that
one result has been to permit states to hold down payment rates to levels that force
such agenciesto pay substandard _w_aé;es to community workers and compromise the
quality of services to the individuals they serve. As a consequence, such
organizations have argued that affirmative statutory requirements are needed to
assure that payment rates are sufficient to permit provider agencies to pay
competitive wages and comply with applicable federa and state standards.
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The "Medicare upper limit test" that HCFA established in 1987 as a test of the
alowability of state claims for Medicaid reimbursement for ICF/MR and other long
term care services conditutes, in the view of Representative Waxman, yet another
attempt by HCFA to administratively impose a cap on the Medicaid program.
While the upper limit test is extremely complex, one potentid outgrowth is that a
portion of state payments for ICF/MR services might be subject to federa

disallowance based on the application of independent federal tests of what
condtitutes a reasonable payment levd. If state payments, for whatever reason,
increased more rapidly than the rate of general economic inflation, for example, a
state may face a disallowance, even if the payment increase were prompted by
provider agency responses to state or federal survey actions. It might be noted that
Representative Waxman has attem ufp ted in the past to prohibit the Secretary from
imposing this test, only to be rebuffed by the Senate which has been swayed by
Adlml nistration contentions that the result would be aggnificant increase in federd

outlays

Employee Protections and Miscellaneous Provisions (Title V)

a Employee Protections.  Whilethe Chafee/Florio legisation contains
provisons regarding the protection of employees who might be adversdly
affected by decisions to reduce the scope of operations in state-run
facilities, H.R.5233's provisions are far more sweeping and potentially
troublesome to tate policymakers. For example, some state officias have
commented that the provisions might entail bringing the Secretary of HHS
to the table in order to negotiate cdlective bargaining arrangements.

While assisting public employees who are adversely affected by adecision
to reduce the population or close a public ICF/MR facility to find new
employment is viewed by most supporters of Medicaid reform legidation as
a fair proposition, the provisions of H.R.5233 strike many as stepping
beyond the bounds of employee protection to guarantee job security, in
perpetuity. At the same time, however, it must be recognized that the
Democratic leadership of the House of Representatives traditionaly has
viewed job protections as a key objective, and, hence it seems unlikely that
DD Medicaid reform legislation would be reported out of the House
Energy and Commerce Committee without at least some employee
protection provisions. The questions evoked by H.R. 5233 is what
constitutes a reasonably balanced approach to such protections that would
not hold the use of Medicaid funds for community services hostage to the
job security of unionized employees.

b. Performance of Certain Medicaid Administrative Functions by State
Developmental Disabilities Agencies. It should be noted that Section 502
of the bill roughly parallels comparable provisions in the Chafee/Florio
legidation, by explicitly permit a state, under its Medicaid plan, to assign to
the state MR/DD agency Title XIX administrative functions related to the
provisons of services on behaf of persons with developmenta disabilities.
H.R. 5233, however, differs from the Chafee/Horio bill in that it would not
mandate the consolidation of federal adminigtrative responsbilitieswithin a
newly created bureau of HCFA.

Conclusion

H.R. 5233, then, differs in many important respects from the Chafee/Florio
legidation. It isfair to say that with respect to fashioning changes in present palicies
to permit broader utilization of Medicaid dollars to support community-based
svices tha the Waxman bill is indeed more "incrementdis” than the
Chafee/Horio legidation. It also presumes a more intrusive role for the federd
government in the management of Medicaid-financed developmental disabilities
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sarvices than S.1673/H.R.3454. A very firm quid pro quo of increased oversight in
exchange for increased funding was put onthe table by H.R. 5233.

There seems little doubt that, from the perspective of the states, evaluating the
relative merits of this proposed trade-off IS clouded by the adversarid relations that
have marked federal-gtate interactions around Medicaid funding of developmenta
disabilities services over the padt five years, aswdl as growing frustration with the
directions that HCFA has taken in the regulation of the ICF/MR program. For
other stakeholdersin the Medicaid reform debate, H.R.5233 appears to be "half-a-
loaf" because it is not framed as a strong entitlement to community services.
However, given Representative Waxman's position in the House and his role in

defining national Medicaid policies, achieving acceptable compromises between
H.R.5233 and S.1673/H.R3454 in the 101st Congress could prove to be difficult.

D. Estimated Fiscal Impact of H.R.5233

In conjunction with its formal budgetary impact statement on S.1673/H.R3454, the
Congressional Budget Office developed fiscal impact projections on HIR.5233. The
magnitude of these projections was substantially less than the cost estimates for the
Chafeg/Florio legidation. In the context of the federa budget, CBO's H.R.5233 projections
could be characterized as "decimal dust" ~i.e., of such small magnitude that it is hot serious
concern in the debate concerning reducing the federa deficit.

More specificaly, the table below lays out CBO's projections for H.R.5233 to cover the first
five years after enactment:

H.R. 5233
ESTIMATED FEDERAL COSTS
(millions of dollars)
Table 2

1988 1880 1881 1832 1983

Increase in Recipients and

Costs: Community Services 0 25 25 30 as
Limitation on Payments to |
Institutions 0 0 1] 0 a
Administrative Cosls ' 1 8 T 10 13
TOTAL 1 3 32 40 48
Source: CBO, 1988

Since H.R.5233 would not establish a freeze on paymentsto larger ICF/MRSs, the reduction
in federd outlays semming from that provision of the Chafee/FH orio legidation obvioudy is
not afactor in CBO's projections of the potentia fiscal impacts of H.R.5233. Beyond this
difference, the projected additional federal outlays for community-based services is
substantialln less than projected for Chafee/Horio bill.  InFY 1992, for example, CBO's
estimates that the impact on Medicaid outlays for this element of the Chafee/Florio
legidation would be $750 million versus $30 million for H.R.5233.

In deriving itsimpact of H.R.5233 on federa payments for community-based services, the
CBO andysistook into account the following factors.

First, CBO estimated that on(l)¥ 105,000 additional persons would become
digible under the provisons of H.R.5233. CBO's etimate was substantialy
influenced by its view that the "need for ingtitutiondization™ test would
significantly reduce the number of potentidly eigible individuals. CBO
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also noted that only 30-40 percent of this group would likely receive
Medicad-financed community services by FY 1993 and state start-up of

programs under this legidation would be slower than if states had been
mandated to provide sarvicesto digible individuas.

Second, CBO assumed that only 15 percent of the states would elect to
cover community habilitation services under their Medicaid state plans.
CBO based this estimate on experience with state utilization of recently
adopted optiona Title X1X coverages and its belief that states would be
reluctant to select an optiona state plan service to which so many strings
were attached.

CBO noted that, in its view, if al states were to elect to cover community habilitation
sarvices, the price tag atached to H.IL5233 would only rise to $220 million by FY 1993, or
about 20 percent of the projected increase in outlays for community and family support
services under the Chafee/Florio legidation in the same year. In addition, it might be noted
that CBO egtimates that the adminigtrative costs associated with the Waxman legidation are
substantially lower than the costs of the Chafee/Horio bill.

The Reagan Administration has not published its own estimates of the fiscal impact of the
Chafee/Florio legidation. It might be conjectured, however, thét its views of the potential
impact would be substantidly different than the estimate produced by CBO.

In point of fact, the potentia fiscal impact of the Waxman legidation poses just as difficult
projection problems as the Chafee/Florio legisation. The following factors could
congderably affect any projections of the budgetary impact of the Waxman legidation:

Given the smilarity of "community habilitation services' to the services
furnished by states under their HCB waiver programs, it might be
conjectured that many states which currently administer such programs
would happily cash them in for a Medicaid sate plan coverage. With such
coverage, a sate could avoid the problems associated with periodic renewa
of its waiver program and would not face the restriction on the total
number of recipients and spending that are now imposed by HCFA on
HCB waiver programs. It is arguable whether the strings attached to
increased funding that mght be associated with the Waxman legidation
would be viewed as any more onerous than HCFA's intense scrutiny of
state waiver programs. In addition, it is worth noting that, should H.R.
5233 be enacted, a state which operates an HCB waiver program would be
required to meet the same requirements as if it had opted to cover
community habilitation services under its state Medicaid plan (e.g., federa
community services standards would be applicable to both state plan
services and waiver financed services).

Many would question the weight that CBO gives to the "need for
ingtitutionalization” test in an estimate of financial impact of adding
community habilitation services as an optional Medicaid state plan
coverage. Whether such atest would truly prove to be an impediment to
making additiona persons eligible for Medicaid-reimbursable community
programs would depend less on the objective assessment of an individud's
need than whether HCFA would seek to impose stringent conditions
similar to those now employed under the HCB waiver program.

. Conceptualy, the @tentid universe  of digible individuds with
developmentd disabilitiesisTikely to be just as large under the Waxman hill
as the Chafee/Florio legidation. Of course, to the extent that the
Chafee/Florio legislation would reach beyond the traditional
devdopmentd disabilities population to encompass groups that experience
severe disabilities later in life, it certainly would entail a broader target
population than H.R.5233.
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Finadly, the Waxman legidation contains no "maintenance of effort"
requirement and, hence, presumably would permit the states to move
relatively quickly to qua |fy for Medicaid financing programs now funded
solely from state funds.

As with the Chafee/Florio legidation, the ultimate fiscal impacts of the Waxman legidation

would depend on how states reacted to thefind provisons of the legidation, asthey weighed
options regarding the financing of community-based services.
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APPENDIX C:

THE ASPE/HHS MEDICAID
REFORM PROPOSAL

A. Introduction

While largely ignored in the debate over Medicaid reform for persons with developmental
disabilitiesis a pro%osal developed during 1987 by a special task force of the U.S.
Department of Health and Human Services (HHS). This proposal may never emerge asa
serious dternative to the Chafee/Florio or Waxman bills; however, it provides important
clues regarding sentiments toward reformulating Medicaid poI|CIeSW|th|n HHS.

The Department's Medicaid reform proposal has its roots in long-standing Reagan
Administration concerns about the rapid growth in federa Medicaid outlays for specialized
DD services. Adminidtration representatives have frequently cited the increase in such
expenditures as a major cause of burgeoning federal long-term care outlays and,
consequently, as asignificant contributing factor to the overal growth in Medicaid spending.
While the proposd developed by the Department is based on substantive analysis of the
detrimental impacts of current federal policies on the provision of speciaized DD services, it
is important to recognize that dowing or stabilizing the rate of growth in federal outlays for
such services haslong been a primary objective of the Reagan Adminigtration.

Responsibility within HHS for analyzing the impact of current federal policies and
developing policy dternatives was assigned to the Office of the Assigtant Secretary for
Planning and Evauation in 1984, after Congress directed the Secretary to study the effects of
Medicad palicies on the delivery of dateflocal services to persons with developmenta
disabilities. Following the submission of HHS's report to the Congress, the Secretary, at the
suggestion of ASPE, formed a"Working Group" made up of representatives of various units
of HHS, including the Hedlth Care Financing Administration (HCFA), the Office of Human
Development Services (OHDS), the Socid Security Administration (SSA) and the Office of
the Assistant Secretary of Heath (OASH). In addition, ASPE commissioned several
consultants to complete various studies concerning the impact of present policies aswell as
proposed policy changes.

The Secretary instructed the Working Group "...to analyze federal policy barriers to
community living and to develop cost-effective poI icy options to enhance the independence,
community integration and_productivity of persons with menta retardation and other
developmenta disabilities” The working group developed draft reports containing policy
proposals for circulation within HHS and the Adminigtration. Late in 1987, the ASPE Saff
began mesting with various nationd interest groups to gauge their reaction to the tentative
proposals that had been developed to date.

A draft report to the Secretary was completed in March 1988 and circulated to
representatives of nationa organizations (ASPE/HHS, 1988). Over the summer of 1988,
refinements were made in the proposed methodology for alocating payments to the states.
In thefal of 1988, the Secretary of HHS incorporated ASPE's proposa as a suggested new
legidative initiative in the Department's FY 1990 budget submission to the Office of
Management and Budget (OMB). Ultimately, OMB decided not to include the proposa in
President Reagan's final budget. At the same time, however, enthusiasm for the
ASPE/HHS plan remains high within the Department and materials concerning the
proposa have been provided to President-elect Bush's transition team. It is unclear, as of
this writing, whether the Bush Administration will adopt the ASPE/HHS proposd asits
position on reforming present federal Medicaid policies as they affect persons with
developmentd disabilities.



The discussion of the ASPE/HHS proposdl thet follows relies on areview and analysis of the
draft report published in March 1988. In addition, collateral documents were used to gain
further insights into how the Working Group sought to structure its final recommendations
to the Secretary. At the same time, however, it must be pointed out that many e ements of
the draft proposal have yet to be fleshed out. Hence, discussion of the proposdl islimited by
the lack of precise legidative specifications or accessto actud bill language.

B. Basis of the Proposal

During its deliberations, the ASPE Working Group concluded that current Medicaid policies
condtitute a significant barrier to the effective use of federal dollars in supporting speciaized
DD services. It adso agreed that present Medicaid policies largely support services -
principally furnished through large ICFFMRs — that are extremely costly yet contrary to
commonly accepted service ddivery principles, such as fostering normalization and
community integration. In addition, the Working Group: (a) noted the difficulties
experienced by many dates in employing Medicaid funding while aso sustaining a unitary
approach to the overadl management of a state's service delivery system (Jaskulski and
Weeder, 1987); and (b) questioned the compatibility of Medicaid financing of services with
MR/DD community-based service ddivery systems as they have evolved in the states. The
ASPE Working Group aso found that reliance on Medicaid financing as the principle
vehicle for channeling federal assistance to the states for specialized DD programs led to
problems in covering certain groups of individuas. Findly, the Working Group noted that
existing policies have led to large disparities in the ways in which various states use Medicaid
dollars to support specialized services and expressed concerns that this crazy-quilt pattern of
utilization of federad Medicaid benefits has resulted in extremely uneven access, nationwide,
to needed sarvices by individuas with severe disabilities.

To address these issues as well as meet the Administration's overall objective of assuring
that future outlays for specialized DD services be placed on a predictable course, the
Working Group proposed that the use of Medicaid dollars to finance specialized DD
sarvices be terminated in favor of a new statutory authority that would utilize a formula
grant mechanism (like Title XX) to distribute federal aid to the states to support
specidlized DD services Under this relatively radica Medicaid reform proposal, states
would be mandated to serve persons who are most severdly disabled. In addition, the federa
government's oversight role would be consderably restructured.

The ASPE/HHS Working Group's proposal was aimed at:

(@ broadening the array of sarvicesfor which federd financia support would be
avalable

(b) diminating detrimental Medicaid policies in order to promote gregter service
delivery efficiency and effectiveness,

(¢) indexing federd funding for specidized DD sarvicesto assure grester
predictability in the level of federd outlays, and,

(d) assuring that individuas with the most severe disabilities are entitled to receive
abadc aray of servicesin dl daes.

In the event that its primary proposal was not accepted, the ASPE Working Group also
developed recommendations for changing existing Medicaid policies.

At first glance, the ASPE/HHS proposal appears to offer the states an opportunity to
exchange Medicaid's openrended funding stream, with al its related restrictions, for greater
flexibility in using federal dollars to support services for persons with developmental
disabilities. As such, the proposal appears, at least nominaly, to be consigtent with a centra
theme of the early years of the Reagan Administration: namely, offering the states greater



control of programs financed with federal dollars in exchange for reduced (or at least a
reduced rate of growth in) federa financial assstance.

Upon closer examination, however, the plan developed by the ASPE/HHS Working Group
is far more complex than a Smple quid pro quo that would exchange open-ended federal
financing for relief from Medicaid's current restrictions on the types of services that could be
provided to persons with developmenta disabilities. A new set of federal mandates would be
substituted for current Medicaid requirements; the federal oversight role would be recast
without necessarily becoming lessintrusive.

In generad, the ASPE/HHS proposal contains many €lements that are worthy of
consideration. At the same time, it is far from certain that this proposd's advantages
outweigh its disadvantages.

C. Description of the ASPE/HHS Proposal

The ASPE/HHS proposal contained three principal elements. The first element is the
replacement of open-ended Medicaid financing with an indexed formula-grant funding
mechanism to distribute federal aid to the states for specialized DD services. The second
key eement is a proposal to entitle certain individuals to aminimum array of services. The
final dement creates anew framework for federal oversight of federally-financed state/local
services to persons with developmental disabilities. Before discussing these dements, it
should be pointed out that the available draft materials do not contain specific proposalsin
theseareas - only as adescription of broad concepts and working principles.

1 ASPE/HHS Working Group's Financing Mechanism.  The most noteworthy
feature of the ASPE proposd isits plan to radically reorganize federal financing of
goecidized DD services. As noted above, the proposa would terminate Medicaid's
role as the principd federd financing vehicle for specidized DD long-term care
sarvices. Inits place would be substituted an indexed formula-grant program under
which federd assstance would be distributed to the states on behdf of persons with
developmental disahilities. A state's formula grant allocation would be based on its
current levd of federal Medicaid earnings, adjusted annualy according to changes
in prices and population; certain states also would receive an "equalization
payment.” More specifically:

Both the ICF/MR and home and community-based waiver
programs for persons with developmental disabilities would be
eiminated as components of the Medicaid program. In addition,
the use of Medicaid financing for persond care, daytime services,
and intermediate nuraing facility services on behaf of persons with
developmental disabilities aso would be ended.

. The current amount of federd Medicaid outlays in the foregoing
categories would be shifted to a ate grant program established
under anewly created statutory authority in the Socia Security Act
that would be separated entirdy from Title XIX. Under this grant
program, a state would be "held-harmless” at its current level of
Medicaid funding for the foregoing services.

Following the establishment of its base funding level, a state's grant
alocation would be increased by a formula that reflected the
combined increases in the costs of services with changes in the
number of severdly disabled persons (genera population change
would be used as a proxy). Projections developed by ASPE/HHS
consultants indicate that the base allocation of each state under
thisindex would increase a arate of Sx to seven percent annualy
over the next four -five years.



A separate pool of funds would be established for alocations to
those states that currently utilize Medicaid dollars to support

speciaized DD services at a level less than the nationd average
(defined as state/federal Medicaid spending per person, where
total spending is the numerator and the total U.S. population is the
denominator). [N.B., For present purposes, this average is termed
the "per capita spending base”; this base should not be confused

with average spending per person receiving services] Asinitialy
conceived, this separate pool of funds would have represented a
one-time, fixed sum of $250 million. These pooled funds would
have been distributed to states with per capita spending bases
below the national average; each affected state would have
received a specia dlocation that was inversely related to the

difference between its per capita spending base and the nationa

average for dl states. In other words, states with the lowest per

capita levels of Medicaid reimbursement for specidized MR/DD
services would receive proportionately more of the $250 million

equalization pool than "low spending” states which had per capita
base spending levels nearer the national average. After this one
time adjustment, no further adjustments in the expenditure base
would have been made and allocations to states in future years
would have been regulated solely by changesin the rate of inflation

and population.

During the summer of 1988, the ASPE/HHS Working Group
tested a second "state equalization™ approach. Under this "budget
neutral” option, total federal assistance to the states would be
adjusted in accordance with the recent higtoric rate of increase in
Medicaid spending for specialized DD long-term care services.
The equdization pool, thus, would be a permanent festure of the
funding mechanism. Rather than providing a one-time
appropriation to equalize the distribution of federal funds, the
budget neutral option would regulate federa assistance in the
following way:

the overal leve of federd aid would be regulated
by the projected rate of increase in federal
Medicaid outlays under current law; and,

after adjusting state base dlocations for inflation
and population change, the difference between
the total level of authorized federa outlays and
the amount required to fund each sate's base
dlocation would be distributed to sates with
relatively low levels of current Medicaid
spending, again in inverse relaionship to their
position with respect to the nationa average.

As will be discussed in more detail below, there are substantia
differences, over the long term, in the effects of these two methods
of dlocating grant funds.

Receipt of federd grant assistance would be conditioned upon a
state's documenting that quaifying expenditures would be made on
behdf of persons with developmentd disabilities. The proposd is
predicated on the provison of such documentation through a
dedicated claims processing system.

Like the Chafee/Flario legidation, state expenditures on behalf of
persons with developmental disabilities would be subject to a



"maintenance of effort” requirement.  Unlike Chafee/Horio,
however, a state's level of fiscal effort apparently would not be
_srqutIJiect to periodic adjustment to take into account the effects of
Inflation.

As noted above, there are substantial differences between the two dternative grant
alocation schemes considered in developing the ASPE/HHS proposal. These
difference affect both the total level of federal outlays as well as the rdative
amounts of federa assistance that would be distributed to particular States.

Under the origindly proposed method of regulating total federa spending and
determining individua state alocations (i.e,, providing a one-time adjustment in
dlocations to narrow the relative differencesin federd payments among the states),
thefollowing would occur:

In thefirst year, federa spending would actualy exceed the levels
forecast under current law by $250 million. This "excess' amount
would be distributed to those states which had levels of

federal/state Medicaid spending below the national average.
Rather than the 9.2 percent increase in expenditures projected by

ASPE/HHS under current law, a 15.3 percent increase would be
authorized in the firgt year of the program. By the second year, the
total amount of federal assistance distributed under the formula
grant would be approximately equal to the amount projected under
current law. This occurs because HHSAPSE assumed that

inflation plus population growth would total only 3.6 percent. By
the third year, total federa assistance under this approach would
be 9.5 percent (approximately $430 million) below projections
under current law. In contrast to the budget neutral option that
ultimately formed the basis for HHSSs initid FY 1990 budget

submittal, the origina option can be viewed as trading-off a one-
timeincreasein federd assstance for a substantialy lower rate of
growth in future federa support. Under the budget neutrd
option, total federa outlays would not change from the levels
predicted under current law (dthough it aso is important to
understand that outlays would not increase in excess of such levels
either).

With respect to the allocations received by individual states under
either option, future increases in federa support in those sates
where totd dtate/federd Medicaid spending on behaf of persons
with developmental disabilities was above the nationa per capita
gpending base would be tied solely to increases in population and
inflation. As noted above, the ASPE/HHS Working Group
assumed that the projected level of change in those two variables
would be about 3.6%. The rate of projected increase, of course, is
dependent on one's assumptions about future inflation rates and
population growth. States below the nationd average would face
very different circumstances, depending on which funding
"equalization" option was employed. Under either option, such
states would receive additional federa assistance. It the fixed,
$250 million appropriation was used, however, the adjustment
would be aone-time only change. Clearly, $250 million would fdl
well short of the number of dollars that would be necessary
to achieve parity among the states with respect to the nationd per
capita base expenditure average. Low average states, therefore,
would be permanently locked into federal grant levels below the
g?tl onal average even with the proposed special "catch-up’
ocation.



Under the budget neutral option, over time low average states
would have a better opportunity to receive disproportionate
increases in their grant alocations and, hence, a higher leve of
parity among the states would be achieved. At the same time, the
following consequences of this gpparently laudable objective of
equaizing payments among the states need to be recognized:

Firg, states with higher average rates of
expenditure would be subject to adecidedly lower
rate of increase in federal aid than they might
expect under current law.

- Second, the period of time required to achieve

parity, in al probability, would be rdatively
extended.

Third, should the nationa inflation rate increase
dramaticaly, the amount of dollars available to
distribute to low average states would be reduced
since the ASPE/HHS proposal would fix, in
statute, the dlowable level of tota federd
expenditures over afive-year period. High rates
of inflation would draw more dollars from this
fixed-sum appropriation to meet base dlocation
adjustment requirements and, hence, leave fewer
dollars available for the purpose of equdization.

In sdecting the "budget neutral” option, the ASPE/HHS Working Group evidently
reached the conclusion that there would be little support for any proposa which,
within a period of two-three years, would result in anet reduction of federa outlays
on behdf of persons with developmenta disabilities when measured againgt outlays
that would be projected under current law. While the "budget neutral™ option would

avoid this outcome, it is important to point out that this approach would have the
following results:

a the level of federd assistance would be limited to a fixed federa
appropriation level, regardless of the demand for or cost of
sarvices furnished to persons with developmenta disabilities;

(b) unlike the Medicaid program, a state could not expand its program
services (and, consequently, its spending) significantly and expect a
proportionate increase in federd assstance; and,

() federal assistance would be redistributed from states which have
relatively higher levels of Medicaid support for speciaized DD
services to sates with relatively lower levels of such support.

The shift from Medicaid financing of services to a formula-grant program, as
proposed in the ASPE/HHS plan, would constitute a major change in federal
policy. The opertended funding associated with the Medicaid program results in
Increased federd financia partici ﬁe\tion whenever a state's expenditures for Title
XIX-reimbursable savicesrise. The total anount of federd aid a state can receive,
then, is tied to the extent a state is willing to sponsor services that qualify for
Medicaid funding. Under a formula grant mechanism, however, the amount of
federd ad would be regulated mainly by exogenous varigbles: that is, factors such as
inflation, population growth, and a state's position relative to all states with respect

to average per capita Medicaid spending, rather than the level of a state's spending
ON Services.
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By introducing an interstate funding equaization factor into its proposed allocation
methodology, the ASPE/HHS Working Group's plan attempts to address the
potential objections of sates that have not employed Medicaid dollars extensively to
finance specialized DD services (for whatever reason). The equdization factor also
isintended to serve the broader purpose of promoting access to needed services by
amilarly stuated persons with severe developmentd disabilities, regardless of where

they may reside.

Entitlements While the revision in federa financing of specidized DD services
described above would represent a sweeping change in its own right, a second policy
shift proposed bK the ASPE/HHS Working Group also would have far-reachin?
consequences. The reform proposa would require each state to agree to entitle al
persons who are severely or profoundly mentally retarded (or have a related
condition and function at alevel similar to that of a severdly or profoundly mentall

retarded person) to a core set of services consigting of: (a) case management; (b¥
respite care; (€) residentia services; and, (d) "developmental/vocationa services."
The framers of the proposal argue that persons with more severe disabilities should
be the focal point of federal assistance for persons with developmental disabilities.
In addition to designating this population as the "entitled” target group, the
ASPE/HHS proposa aso intends to make a basic "safety net” of critica services
available to such individuals. The following points are worth noting about this

agpect of the proposal:

By the Working Group's reckoning, approximately 450,000
persons, nationwide, would fall within this entitled target
population (270,000 adults and 180,000 children). By comparison,
about 175,000 persons today receive specidized Medicad-funded
DD services under the ICF/MR and HCB waiver programs. The
Working Group's andysis discounts the potential impacts of this
expanded, federally-mandated service population by pointing out
that: (a) the needs of most children are met via specia education
programs; and ﬁb) most states have widened the range and scope
of services available to adults with mental retardation and other
related conditions so substantially that they would not be required
to expand existing services and expenditures significantly to meet
the proposed new federd mandate.

The Working Group's target population is far narrower than the
one proposed in the Chafee/Horio legidation. Even if weignore
the potentia effects of gradualy increasing the age of onset of a
quaifying disability, roughly 750,000 persons would become
digible under S.1673/H.R3454, soldy based on the receipt of SS
benefits and the presence of mental retardation or another related
condition. The sdlection of broader financid digibility criteriaby a
date, as permitted under the Chafee/Horio hill, could increase the
number of eigible personsto well over one million. Consequently,
while the entitled population under the ASPE proposal is broader
than the number of persons currently receiving speciaized,
Medicaid-financed services, it is substantialy narrower than that
targeted under the Chafee/Horio legidation.

While detailed legidative specifications are not available, the
ASPE/HHS proposa outlines what appear to be standard means
of determining whether a person fals within the tar%eé population.
The determination of a persons digibility would be tied to the
utilization of federaly-gpproved assessment instruments.

. Eligibility for federdly-asssted services would not be linked in any
way to eligibility for Medicaid benefits or receipt SSI/OASDI
income assi stance payments under the Working Group's proposd.



Since digibility would depend solely on the leve of an individud's
disability, some thorny issues currently involved in achieving
Medicaid coverage of certain persons (e.g., children living at
home) would become mooat.

The Working Group proposed that states be required to furnish a
minimum array of services that varies markedly from those
proposed in the Chafee/Florio legidation. While case
management is a common element of both proposds, the
ASPE/HHS proposd would limit the mandated array of in-home
services to respite care while entitling eigible recipients to both
residential services and an expanded array of daytime services.
S.1673/H.R3454 would limit the types of daytime services that
would have to be made available to all persons to "specialized
vocationa" (prevocational and supported employment) sen/ic&g
require states to offer a broad array of in-home services, an
mandate that "protective intervention services' be made available
to al digible persons. The Chafee/F orio legidation would not
mandate that residential services be furnished to all eligible
individuals. Given these differences, if we use the states recent
experience as a guide, the minimum service array proposed by the
Worki n_clgroup could be far more costly to furnish than the
sarvices that would be required under S.1673/H.R.3454.

Under the ASPE/HHS proposal, states could decide to utilize the
dollars available through its federal grant dlocation to serve other
persons with developmental disabilities who fal outside the
entitled target population (e.g., persons with mild to moderate
developmentd disorders). Presumably, however, a state aso could
limit the number of persons served and restrict the types of
services that would be made available to them. Again, the
ASPE/HHS proposd is not clear on this point.

While the Working Group proposed a shift to a disability basis of
determining digibility to receive federdly-financed specidized DD
sarvices, the proposal does not entirely ignore the issue of
client/family resources. Under the tentative proposd, individuas
or families would be expected to contribute unspecified amounts to
meet the cost of services, depending on their economic

circumstances. It is important to recognize, however, that a
requirement that individuals or families contribute to the cost of

sarvicesis a sgnificantly different approach than utilizing income
asafactor in determining the applicant'Srecipient's digibility.

Persons receiving services would continue to be eigible for
"generic" state-federal benefit programs, including Medicaid,
income assistance, and food stamps, but only if they met the same
eligibility standards as other low income persons in the state. In
cases where a person has gained digibility for Medicaid through
the application of a special income test gpplicable to indtitutional
resdents (as is the case in the maority of state HCB waiver
programs), digibility for Medicaid benefits would be lost under
this proposdl.

States also would be permitted to include other services within
their programs. Beyond a prohibition against duplication of
benefitysarvices that are funded under other federd programs
particular, specid education), states would have the |aitude to
select additiona servicesthat It wished to offer, over and above the
mandated array of services.



In summary, then, the ASPE/HHS proposal would create an affirmative entitlement
that certain persons with developmental disabilities receive selected services, as
appropriate. States could elect to serve other persons or add additional services.
This approach contrasts sharply with the Chafee/Florio legidation which would
entitle abroader population to a somewhat lessintensive array of services.

The Working Group's proposdl is predicated on the notion that access to speciaized
DD services supported in part by the federal government should be principally
based on the severity of a person's disability, rather than such factors as the
individua's income, where the person resides, or variations in Sate policies affectin
Medicaid eligibility. In suggesting that a minimum array of services be mandated,
the proposa attempts to describe the types of services which typicaly would be
required by persons who are more severely disabled. The clear objective of this
Bera(s)l posal is to ater current federal policies in order to ensure that, on a nationwide

s, dl smilarly Stuated individuas with severe developmentd disabilities enjoy
equal accessto services. In contrast, Medicaid policy in general was characterized
by the ASPE Working Group as. (a) biased againgt the provision of in-home
sarvices, (b) promoting significant coverage gaps, and, (c) subject to inconsistent
implementation among the states.

The potentia implications of this eement of the Working Group's Medicaid reform
proposd are discussed in more detall later in this paper.

Federal Oversight and Other Areas. Beyond these two principa features of the
ASPE/HHS plan, there are other dements of the proposal that merit discussion. In
particular, these elements are: (a) federa oversight of the services provided or
purchased by a state; and, (b) program adminisiration at the state and federd levels.

a Federa Oversight Activities. While states would have flexibility to select
the services to be provided (including defining more specifically the
minimum core services they would be required to furnish to target
population members), the Working Group proposed that the federa
government play asubstmtlal role in assuring that the services furnished
meet what are described as "federal core standards.” Such core standards
would be developed to cover the following aress.

“client rights and protection, including individual
case managemen;
comprehensive functional assessment usn% a Federdly

approved system comprised of a series of empirically
derived assessment tools;

. individual program plans with behavioraly stated
objectives;

auniform performance accounting system; clearly
delineated respongbilities of providers serving the
individud;

aprocess for monitoring and revising client programs; and
minimum hedlth, safety, and sanitation rules”

While the ASPE/HHS plan did not (and, apparently, still does not) detail

the precise nature and intended scope of these "federa core standards,” the

framers of the proposal noted that they would congtitute a "...quality

&mra_ﬂce system [that] would focus on the client rather than on providers
Fvice"

Under the Working Group's proposal, state and federal responsibilities for
quality assurance would be organized as follows.



At the date levd, the ASPE/HHS Working Group

recommended that all program licensure/certification

?rc]:tiviti% be assigned to an agency independent of

e

agency which is responsible for the direct management of
programs financed with federal grant funds. Such an
arrangement was viewed by the Working Group as a
better approach to assuring that high quality services would
be provided. In a somewhat related vein, the proposa also
cdled for "open enrollment” of qualified vendorsin order to
promote access to services.

At the nationa level, the federal administering agency
would be reguired to conduct "on-site reviews' of services
financed with formula grant funds in each state to assure
that such services were furnished in accordance with the
"federal core standards." The Working Group
characterized the purpose of these on-site reviews as
similar to federal "look-behind" surveys of ICF/MRSs.
While the ASPE/HHS report notes that a less active
federal oversight role could be defined (potentially
through the use of "deemed" status for facilities accredited
by such national accrediting bodies as ACDD), it
contended that "...the ultimate power to exercise sanctions
should increase proportionately with the degree of
flexibility given to the States. This approach will ensure
an gppropriate level of Federal Government responsibility
in protection of program clients.”

These qudity assurance elements of the proposa are difficult to interpret
since only very sketchy specifications are provided regarding the range,
scope, and detail of the various e ements that would condtitute the federa
core standards. Despite the acknowledgment of the principle that
standards should be "client-oriented,” there is little in the proposed scope
of the core standards that appears to differ markedly from the areas
covered in current federal ICF/MR regulations, which themsdves have
been portrayed by HCFA officidls as "outcome-oriented’ (a
characterization many would dispute). Also it is unclear from he
available materials whether such standards would permit a state to
develop and enforce additiona standards that it viewed as appropriate.
The degree to which the federa core standards would be prescriptive aso
isunclear. Obvioudy, however, the proposal is not intended to result in
any lessening in the present level of federal oversight of programs.
Indeed, it seems reasonable to conclude that the ASPE/HHS plan
would broaden the federal government's role in regulating state/local
programs.

It should be noted that language in Representative Waxman's hill
(H.R.5233) employs language drawn from the HHS/ASPE proposal to
describe the features of a quality assurance system the Secretary of HHS
would be required to put into place to regulate "community habilitation
services', which, under the terms of H.R.5233, would be added as an
optiond state Medicaid plan coverage (see Appendix B).

o] Administration of Programs. Under the ASPE/HHS plan, date
“administration of specidized, federaly-financed DD services would be
consolidated under a single agency (with the exception of licensing
activities, as noted above? The termination of Medicaid's role in funding
services, therefore, would Ipermlt a state to resolve the complications
currently posed by the role of the single state Medicaid agency in
administering services.
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At the federd leve, the proposd calls for administration of the program to
be transferred from HCFA to another unit of HHS. The Office Of Human
Devel opment Services was viewed by the Working Group as the most
logica choice.

As noted earlier, the proposal dso would require each dtate to operate a
"claims processing” system. In addition, states would be required to collect
certain specified service data and report it to the federal government. The
proposal, however, includes no specific provisions regarding payments to
the states for the costs of program administration.

In its present form, the ASPE/HHS proposal does not establish a requirement
similar to the Chafee/Florio legidation that a state develop an "implementation
strategy" describing the steps to be taken to effectuate the transition from one
financing system to another. In addition, the proposa does not discuss strategies for
the transition of federal responsibilities from Title X1X to a new statutory
framework. For example, the Working Group's report offers no clues as to whether
the development of federd "core" quality assurance sandards is intended to proceed
implementation or whether present federd regulations would remain in place until
such standards could be developed and promulgated. Also, no process is mentioned
for gaining input at the Sate or the federa levels concerning proposed changes.

4 Summary. In general, the ASPE/HHS proposal is based upon an assessment that
present reliance on Medicaid as the primary federa vehicle for funding specidized
DD sarvicesis ultimately counterproductive as far as achieving high quality services
for individuals with developmental disabilities in a cost effective manner. To
address this issue, the Working Group's proposal envisons changing the entire
mechanism for financing such services, by diminating Medicaid's current role in
funding such services and subgtituting a new formula-grant mechanism. To ensure
that federal dollars are targeted to persons most in need, all states would be
required to serveindividuas who are "severely or profoundly” disabled, regardiess of
income. The proposal calls for a reorganization of the management of service
systems while anticipating a strong affirmative role for the federal government in the
overdgght of programs.

D. Commentary on the Proposal

This proposal is based on the notion that a radical change is needed in the structure of
federal assistance furnished to the states on behalf of persons with developmental
disabilities. Severing funding of specialized DD services from the Medicaid program
certainly would represents a sweeping change. The principle am of the Department's
Working Group was to correct the institutional bias that has characterized Medicaid
financing of specialized DD services and solve other problems that have arisen when
Medicaid dollars are used to finance DD services. The proposd is based on the premise that
the ingtitutional bias of the Medicaid program promotes inefficiency in service delivery. By
permitting federa dollars to be used to finance a wider variety of services and centering
eigibility on an individud'sleve of disahility, rather than the less defensible test of "need for
institutionalization," the proposal seeks to respond b long-standing criticisms of the
Medicaid program.

The proposa aso is premised on the notion that specialized DD services, which are based
on the provision of habitation and socia support services, are fundamentally at odds with
the basic, historical role of the Medicaid program: namely, to provide a means of meeting
the hedlth care needs of low-income Americans. Finaly, the proposa is designed to contain
the future rate of increase in federa outlays for specidized DD services, by radicaly
revamping the method of funding services.

While the HHSASPE plan obvioudy is designed to cure many of the oft-cited defects of

current policy, it isimportant to examine critically the proposal's potential ramifications for
financing and managing speciaized DD services. It has many smilarities to the proposals
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that emerged early in the Reagan Administration, which offered to substitute "block grant"
funding mechanisms for a more variety of categorica federal programs. These proposas
promised to grant states greater flexibility in the use of federal dollars in exchange for a
dower rate of growth in federal funding or reduced federal support. The rationale offered
by Reagan Administration spokepersons was that, with greater flexibility, states could
operate programs more efficiently and, hence, make better use of federal assistance. In
addition, states could better integrate federal and state programs and, thereby, address state
and local concerns more appropriately and effectively.

It isdifficult, however, to characterize the ASPE/HHS plan as a block grant proposd, since
it would impose very specific requirements on the states regarding the classes of individuals
they would have to serve and the services that would have to be made available to such

persons. In addition, the plan clearly does not envision a withdrawal of federal regulation
and oversight of stateflocal activities. It is not clear whether the states would be permitted
to exercise greater control over the use of federal dollars in delivering specialized DD

services. Indeed, the tone of the proposal indicates that its authors believe thereis a strong,

ongoing need for federal overdght because, I€ft to their own devices, the states might not
respond appropriately to the needs of severely disabled individuas or might tolerate the

provision of sub-standard services.

Given the fact federal oversight and service delivery dictates would not be reduced in
exchange for new restrictions on the level of federal funding, the question is would the
HHS/ASPE plan create a better framework for serving persons with developmental
disabilities than current federd policies. The answer to that question is by no means clear.

From the standpoint of federal financing of specialized DD services, the following
observations concerning the proposed funding mechanism are in order:

Under the best case scenario (i.e., the "budget neutral” option), states, in
the aggregate, would receive the same number of dollars as they would
under current law. If the Administration's origind grant formulawere used
(i.e., regulating total spending by inflation plus population growth following
a one-time equdization adjiustment for low-spending states), the rate of
increase in federd geending for specidized DD services would be reduced.

Under either scenario, the number of persons the states would be required
to serve would be significantly larger than the number of persons currently
receiving Medicaid-financed services. Given the fact that no more (and
potentialy fewer) federa dollars would be available to the states, the basic
question regarding the ASPE/HHS proposd is whether most states could
be expected to provide the mandated services to the entitled population
without other individuds losing services or states having to increase their
own spending subgtantially.

While it is impossible to provide unequivoca answers these questions, it
seems obvious that: (a) many states would have to expand servicesin order
to comply with the entitlement provisions of the legidation; and, (b) any
incr management |ditude the states may gain is unlikely to dlow them
to achieve enough efficiencies to keep their budgets in balance while
expanding services.

ulti mate(liy, the viability of ASPE/HHSS plan depends on whether present
Medicaid palicies creste such tremendous inefficiencies that removd of the
financing of such services from the Medicaid program would result in

substantia savings that could be used to expand services sharply. The fact
that existing service ddlivery systems could not be totaly reconfigured

overnight argues againgt such afisca dividend in the short-run. In the long-
run, the potentia for such a dividend depends dmogt entirely on how the
proj federa "core" standards would be structured. Thereislittlein the
ASPE/HHS proposd to indicate that such standards would be any less
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proscriptive than present federal standards. If that is the case, any greater
flexibility obtained by the states might be largdly illusionary.

In addition, dthough future inflationary increases would be tied to the
generd price index, thereis no evidence that service costs would follow the
?eneral rate of inflation. If they did not, then one critical effect of the
unding formula would be to increase the States share of operating costs.
While the Working Group explored the development of an alternativeindex
that would be more sensitive to the costs of delivering specialized DD
services, no index would be as reliable as the present Medicaid programin
asauring that increasesin service costs would be shared equitably between a
state and the federa government. In addition, no indexing mechanism that
relies on exogenoudy defined variables would ded with the significant,
unpredictable changes that might occur (e.g., Congressional action to
change the federad minimum wage) or with the equally unpredictable fiscd
outcomes of the promulgation of new federal regulations. On the whole,
this dement of the formula could prove to be extremdy problematic for the
gates.

In contrast to the Medicaid program, where increases in program
spending and the rising costs of services are at least partialy reimbursed
by federa Title XIX payments, the mechanism proposed by the
ASPE/HHS Working Group would shift the entire fiscd risk associated
with Increases in program cods to the states. It is important to point out
thet, based on the information provided in the ASPE proposd, it is virtualy
impossible for any state to gauge the level of suchrisk.

It dso isimportant to point out that the Working Group's proposed method
of equdizing funding among the states is far from an ided solution. First,
equdization would be achieved (under the budget neutra option) only over
an extended period of time; at the sametime, dl states would face the same
program requirements. Under the origina proposed grant formula, only
one, very limited attempt would be made to equdize state alocations.

Second, the proposed mechanism suffers from the drawbacks associated
with us ng any single varigble to equalize spending differences among the
states. By relying on per capita Medicaid expenditures to regulate
equalization, the formulaignores such factors as interstate variations in the
costs of delivering similar services. The mechanism aso is based on the
assumption that states with fairly high Medicaid spending levels receive
"enough" federd support. To be generous, thisis an heroic assumption.

Findly, while the need to narrow interstate variations in federd support isa
vaid concern, it must be recognized that equalization would be achieved
over the Ionq term by redistributing federal dollars from states which
currently are more reliant on Medicaid dollars to "low Medicaid spending”
dates. It is debatable whether such a reallocation of federal assistance
would improve accessto services.

In essence, then, the ASPE/HHS proposa asks the states to exchange amedium-risk, opert
ended source of financ ng for afunding mechanism that is closed-end and poses hi qh fiscal
risk. From the perspective of the States, the degree of risk associated with the ASPE/HHS
proposal istied directly to the extent to which the cost of complying with "federa core
sandards' increase, rather than diminish

An extremely important aspect of the ASPE/HHS proposd is the statutory provisions
overning the award of grants to the states. Without strong safeguards, the states might find
that the overdl leve of federd aid would be reduced a some future date in order to trim the
federal deficit. Currently, Medicaid payments to the states are exempt from any automatic
funding reductions that are triggered by the Gramm-Rudman-Hollmgs deficit reduction
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mechanism. The ASPE/HHS report does not address this question. In addition, it does not
describe the approach that would be employed to prevent ether the Administration or
Congress from tinkering with the funding mechanism to reduce outlays in subsequent years.
Hence, there is some uncertainty whether federa assistance levels would be assured. States,
therefore, could find themselves faced with problems smilar to those experienced in other
federal programs when Congressional appropriations were reduced or held constant over
time while federa requirements were left unchanged or even increased.

Beyond these fiscal uncertainties, the proposa's federal oversight requirements could pose
maor problems for the states. A very strong oversight role, including possibly the
promulgation of peremptory federal standards, would congtitute a significant change in the
management of MR/DD programs. Historically, states have exercised considerable control
over the scope and range of services furnished to persons with developmental dsabilities.
Under the ASPE/HHS proposd, federd reguirements governing client digibility and service
delivery standards would significantly reduce the ability of a state to manage its service
ddivery system on its own terms. While the growing use of Medicaid as a means of
financing specidlized DD services has resulted in increased federa involvement in the
delivery of services, ASPE/HHS' proposd ironically would broaden federa involvement
without adding further federal resources (and, potentially, reducing the rate of growth in
such resources).

In addition, the ASPE/HHS proposal presumes that the development and implementation
of federal standards would result in improved services to persons with developmental
disahilities. In the absence of specific proposals in this area, however, it is impossble to
judge whether that would be the case or not. Indeed, substantial arguments can be made
that peremptory federd standards would serve as a barrier to improving the effectiveness of
svices.

In addition, it is doubtful that there is broad agreement with another premise of the
ASPE/HHS proposd: namely, that the federa role in supporting services to persons with
developmental disabilities should begin and end with individuals who are severdly to
profoundly disabled. While many factors (including federal regulatory policies) may be
forcing states to focus scarce resources on such persons, drawing such aline of federal

interest in Americans with developmental disabilities would be widely regarded as
inappropriate.

The questions raised concerning the funding mechanism proposed by ASPE as well asthe
potential expansion of federal standard setting and oversight roles are extremely
problematic. Until further specifications are available, the ASPE/HHS proposal will remain
very difficult to evaluate. While persuasive arguments can be advanced for decoupling
specidized DD services from the Medicaid program, it is difficult to consider such benefitsa
fair exchange for the loss of openended federd funding of services until critical unanswered
questions are resolved.

E. ASPE's Other Reform Options

While not discussed in detail in the ASPE/HHS report, it is useful to note the dternatives to

the above proposa considered by the HHS/APSE Working Group.  Should financing of

specidized DD services remain within the Medicaid program, the Working Group proposed
that the following steps be taken:

. ICE/MR Eligibility.  Steps should be taken to limit the provision of
ICF/MR services to persons who are severely to profoundly disabled.
ASPE/HHS dso proposed that the admission of children to ICF/MRs be
curtailed and that use of large fecilities be restricted. While noting that the
addition of further restrictions on ICF/MR admissions would reduce
federd outlays, the Working Group aso supported a broadening of federa
funding of home and community-based services S0 that the fiscd impact of
limiting ICF/MR admissons would be neutrd.
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Nursing Home Placements Policies should be indtituted to restrict the use
of nursing facilities as a placement option for persons with developmental
disabilities.

Payments The existing variance in Medicaid payments to the states for

long-term care services should be examined, including experimentation with
"client-centered” payment sysems.

Quality Assurance. Nationa accreditation standards should be granted

"deemed status' - Le., recognized as the equivaent of existing ICF/MR
survey procedures.

Parental Responsibility. Changesin federa statutes should be considered
to permit parents of persons with developmenta disabilities to be charged a

portion of the costs of furnishing services to their disabled sons and
daughters.

These "alternatives' obvioudly are not as sweeping in scope as the principa ASPE/HHS
proposal.

F. Conclusion

The ASPE/HHS Working Group's report is interesting, primarily because it concludes that
federal financia support for long term care support for persons with developmental
disabilities $ould be detached from the Medicaid program. The report advocates the
development of an entirely new federal program of financing and overseeing the provision of
such service. This program would replace Medicaid as the principa vehicle for funding
services to persons with developmental disabilities. While this proposal serves as an
interesting counterpoint to other Medicaid reform proposas, severa basic issues would need
to be resolved before such aradica change could be serioudy entertained by various groups
interested in curing the ills presently associated with Medicaid policies.
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APPENDIXD:
THE SECTION 1915(D) WAIVER AUTHORITY

While not viewed as a "Medicaid reform” proposal per se. the creation of a new home and
community-based waiver authority, smilar to Section 1915(d) of the Socia Security Act, is
an option worthy of examination. It would represent an "incrementdist" step toward
addressing limitations imposed by present federal policies governing the management of
waiver programs. In addition, by assessing the merits of this option, we will be able to
explore the potential advantages and di antages of approaching Medicaid reform by
employilng mathematical formulae to condtrict the potentia fisca impacts of changesin Title
XIX policies.

A. Background

Congress enacted the Section 1915(d) HCB waiver authority at the behest of the State of
Oregon, which contended that, if it were given broad flexibility to manage Medicaid long-
term care expenditures on behalf of ederly persons, it would be able to operate under an
indexed rate of growth in federa Medicaid payments for long-term care services. Congress
accepted the State's contention that it should be afforded the opportunity to manage al long
term care expenditures on a unified basis in order to meet its objective of avoiding the
ingtitutionalization of dderly persons (athough with a lower annual indexing factor than
proposed by the State).

In large part, Oregon's proposa stemmed from HCFA's administrative policies governing
the Section 1915(c) HCB waiver authority. In particular, accefptance by a state of a
limitation on the number of HCB waiver participants in exchange for HCFA approval of a
date's waiver request limited the ability of state officias to recapture the full savings that
might be associated with reduced reliance on nursing facilities. Indeed, under a Section
1915(c) waiver, any savings that results from more cost-effective, community-based
aternatives to nursing facility services are returned to the federa government, rather than
becoming available to fund services to a growing population of elderly persons in need of
long term assistance and care. In essence, the 1915(d) HCB waiver authority eliminates this
problem by permitting a state to recapture al savings and apply them toward meeting the
needs of persons not dready receiving long-term care services. Oregon officias arqued that,
given this flexibility, they could deinstitutionalize or deflect from nursing facility placement a
sufficient number of elderly persons to increase the overal cost effectiveness of long-term
_ca&e sgegdi)ng in the State (i.e., the same number of dollars would support servicesto more
individuals).

While the Reagan Administration opposed passage of the Section 1915(d) (principaly dueto
concerns that a larger number of individuals would become dligible to receive generic
Medicaid benefits), Congress nonetheless added this new waiver authority to the Act. In
1988, Congress amended Section 1915(d) to modify the method of calculating the
expenditure base against which overall state longterm care expenditures would be
caculated, essentialy by authorizi nqhthe_ use of the most recent expenditure data available in
calculating the expenditure base at the time a state selects the Section 1915(d) HCB waiver
option.

Despite rdluctance by HCFA officids to dlow Oregon to utilize this new aﬂhorit¥, the State
has preceded to use it. Thus far, however, no other states have elected to apply for Section
1915(d) walvers



B. Description of the Section 1915(d) Waiver Authority

The simplest description of the Section 1915(d) waiver authority is that it permits a state to
manage Medicaid-reimbursable long-term care expenditures as a single source of
financing, including expenditures for both HCB waiver and institutiona services furnished
on behdf of elderly individuals. Apart from establishing an overdl limitation on tota
federal Medicaid payments for long-term care services, Section 1915(d) does not dter the
requirements governing the provison of HCB sarvices, as stipulated in Section 1915(c) of the
Social Security Act; nor, are requirements applicable to the provision of other Medicaid-
reimbursable long-term care services (e.q., nurang facility services) modified in any way. In
other words, a state selecting the Section 1915(d) HCB waiver option receives no regulaory
relief other than the fact that it is not faced with alimitation on the utilization of Medicaid-
reimbursable long-term care services asit presently is under a Section 1915 () waiver.

Thekey provisons of Section 1915(d) of the Socid Security Act are asfollows:

State Selection. A Section 1915(d) waiver is an additiona option available
to adate (i.e, it is not mandatory). Furthermore, once a state has e ected
this option, it may decide at any future date to opt out of the program.

Services Covered. In selecting the Section 1915(d) option, astate agreesto
accept a limitation on total long-term care spending for HCB waiver
services on behalf of ederly persons, including spending authorized under
a Section 1915(c) waiver, SNF and | CF expenditures, and expenditures for
certain related long-term services (e.g., persona care and private duty
nursing). The types of HCB services upon which a state may expend
Medicad longterm care dollars are no different than those aready
authorized under the other relevant provisions of the Socia Security Act.
Section 1915(d) of the Act does not creste any new categories of services.

Other Related Provisions. In applying for authorization to manage long-
term care spending under the Section 1915(d) waiver authority, a sate must
make "assurances' that pardld the assurances provided under a Section
1915(c) waiver request, except that astate is not required to make an
assurance regarding, cost effectiveness. An overdl limitation on federa
payments to a state is substituted for HCFA's current methods of limiting
waiver utilization and expenditures. However, digibility for long-term care
sarvices, including the demongration that a person would otherwise be
institutionalized except for the provision of HCB services, is not atered
under Section 1915(d) authority.

. Secretarial Approval. By implication, Congress limited the role of the
Secretary in approving requests to employ the Section 1915(d) authority to
only the nonfinancid eements of a state's waiver request.

Limitation on Federd Payments As originaly enacted, the limitation on
federa payments to a state electing to use the Section 1915(d) authority
were calculated by establishing an expenditure base equal to spending for
Medicaid-reimbursable services in the year immediately prior to the
enactment of Section 1915(d). The limitation applicable to any year in
which a state employed the Section 1915(d) authority would be caculated
by applying a composite index consisting of a " market basket" measure of

the rate of change In the costs of furnishing long-term care services and the
change in the number of individuds in a state who were age 75 or older.
The legidation set 7 percent as the minimum annual level of increase in
federal financia participation but alowed for increases above that levdl,
based on changes in the components of the composite index. In the
Medicare Catastrophic Coverage Act of 1988 (Pi. 100-360), Congress
amended Section 1915(d) to provide that the base year could be established
on amore current basis, thus correcting a technical problem in utilizing



. outdated expenditure data upon which to base the calculation of the
limitation on federa payments for long-term care services.

As noted earlier, the Section 1915(d) authority is only applicable for long-term care services
furnished to persons age 65 or older.

C. Implications for MR/DD Long-Term Care Services

At least on the surface, the notion of managing al Medicaid-reimbursable long-term care
services within a single federal payment category is appeding. Clearly, the cregtion of a
parald authority to Section 1915(d) for Medicaid-reimbursable long-term care services to
persons with developmental disabilities would be beneficia to a number of dates, a least in
comparison to the present Section 1915(c) waiver authority. In particular:

The removd of the cap on the number of participants would counteract the
present disincentives under the Section 1915(c) authority to the use
relatively low-cost services as part of awaiver program. Under the present
regulatory waiver formula, a state which attempts to employ waiver funding
to support lower cost programs faces the prospect of losing Medicaid
financing of servicesif it does s0. Hence, increasingly states are reserving
the use of waiver programs for persons who need more intensive services,
usudly in a specialized residentia setting. Thus, HCFA's regulatory cost
effectiveness formula contributes to the more general imbalance in the use
of Medicaid funding in more expensve out-of-home settings. Under the
Section 1915(d) authority, a state potentially could support amore balanced
aray of services under its HCB waver program.

Depending on the rate at which the expenditure base is adjusted to
egtablish the federal cap in subsequent years, some sates might find an
indexing approach far preferable to negotiating expenditure and utilization
limits with HCFA. While obviously dependent on a variety of
consderations, a state may discover that ardatively generousindexing rate
will give it greater ability to access Medicaid funds than negotiating
increasesin its HCB waiver expenditure cap with HCFA.

Again, in comparison to the requlatory environment that states face today under the Section
1915(c) HCB waiver authority, the creation of an authority like Section 1915(d) could resolve
key problems some of the states face in ddlivering long term care services to persons with
developmental disabilities. At the same time, a waiver authority of this type would not
addr_&esI al the problems states encounter under the Section 1915(c) waiver program. In
particular:

A date contemplating amaor increase in the number of recipients of long-
term care services would redize little or no benefit from a Section 1915(d) -
like waiver authority. Generdly, states which expect the growth in spending
to be relatively condtrained in the near-term are likely to gain the grestest
benefit from such an authority.

. A Section 1915(d) approach could prove to be arisky proposition if the
costs of ICHMR sarvices are unstable.  There is no mechanism within
Section 1915(d) for adjusting the expenditure base in the event that a gate
is required to commit more resources in ICFH/MR facilities (either public
or private) in order to maintain certification.

Finaly, the provisions of Section 1915(d) do not recognize the current wide
disparity among the states in the use of Medicaid dollars to support long-
term care services on behalf of persons with developmenta disabilities.
Thus, a Section 1915(d) waiver authority would not offer ameans by which
adtate that presently does not utilize Medicaid extensvely to support long



Le;rg DD service could expect to recelve an adjusment in its expenditure

Overall, then, Section 1915(d) may provide a precedent for one potential solution to current
problems stemming from federal Medicaid policies, however, its utility clearly would be
limited to particular circumstances.

In addition, it must be recognized that Section 1915(d) was not designed to grant a state
regulatory relief, other than in terms of the number of persons who could receive long-term
care services. The authority does not involve a trade-off between regulatory relief and
acceptance of a limitation on the rate of increase in Medicaid payments for long-term care
services. For example, a state which employed a Section 1915(d)-like waiver authority ill
would have to gain Secretaria approva for the waivers necessary to offer HCB services.
Furthermore, in the context of MR/DD sarvices, no change would occur in the regulatory
requirements applicable to ICF/MR facilities or the need to correct any deficienciesin such
facilities that might be revealed as the result of federa or state surveys. The determination
of digibility for services would be no different than under present policy (including the
requirement that digibility for HCB waiver services be linked to a person's need for
institutionalization). Thus, Section 1915(d) would be best described as a different
framework for managing federal Medicaid dollars, rather than as a substantive reform

proposa.

In the more general context of Medicaid reform, the foregoing, discussion of the Section
1915(d) waiver authority points out that attempting to cure the ills that stem from present
palicies cannot rely solely on mathematical reformulations of federd payments. While there
are persuasive arguments in favor of concocting formula-based payment mechanisms to
regulate federal expenditures on behaf of persons with developmental disabilities, such
solutions are doomed to fail unless other key areas of policy are addressed concurrently. For
example, formula-based payment limits are not the answer to the problems associated with
the present ingtability of ICF/MR costs, such solutions would only exacerbate the impact of
risng ICF/MR costs on state budgets. In addition, the thorny issues surrounding the high
variability in gate utilization of Medicaid dollars can only be imperfectly addressed on a
formula basis (as witness by the ASPE/HHS proposal; see Appendix C). Moreover, while
utilizing a formula may address some problems that stem from HCFA's practices in
adminigering the HCB waiver program, unless the Secretary's discretion to approve or
disapprove waiver requests is somehow modified to provide greater protections for states,
many subgtantive problems will go unresolved.

The foregoing discussion ssimply reinforces the observation that reforming present federal

Medicaid policies as they affect persons with developmenta disabilities must be multi-
dimengiond in its scope.

0. Prognosis

In an early draft of H.R.5233, Representative Waxman's staff incorporated, as one of its
proposals for changing current statutes, a parald to the Section 1915(d) authority. In
H.R.5233 as introduced, however, these provisons were deleted, due to the perception by
opponents of Medicaid reform legidation that the inclusion of an dternative HCB waiver
authority would have some of the same effects as the freeze on ingtitutional myments
contained in the Chafee/Horio legidation: namely, the limitation on federa payments would
encourage states to withdraw resources from state-operated facilities.

At the request of a number of states, NASMRPD has recommended to Representative
Waxman's gaff that these provisions be included in arevised verson of H.R.5233, scheduled
for reintroduction during the 101st Congress. In addition, some states have suggested that
the Section 1915(d) formula mechanism, if coupled with the ability of a staie to request more
broad-scale waivers of certain provisons of the Socid Security Act, might represent an
important step toward employing Medicaid financing more effectively. At this juncture,
however, it is unclear whether a new version of H.R.5233 (or ay other forthcoming
legidative proposds) will include an option Smilar to Section 1915(d).
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